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Abstract 

I am a disabled scholar, activist, parent, and public-school educator. My practice as an 

educator is informed by my interactions and activism alongside Autistic/Neurodivergent 

and other disabled people. The connectivity of social media has created a tremendous 

opportunity for us to work collaboratively on projects, locally and internationally. My 

research is situated within the paradigm of practitioner research, and the finely measured 

attunement and noticings that arise both during and in reflection upon my work with 

others. Specifically, I am interested in undermining the dominant narratives that suggest 

disabled people are less than, in order to consider and make space for including alternative 

perspectives. I seek to understand and respond to disability and disabled 

children/students/people in our schools and our homes and communities in ways that 

honour who they already are. I explore opportunities to disrupt the predominant pedagogy 

around disability within our school systems and the greater society, and as such I work to 

engage educators (and others) with the ideas of disability studies, drawing upon and 

amplifying the perspectives and voices of disabled people. What are the opportunities to 

teach and engage educators (and others) with the ideas of disability studies outside of 

higher education? My practice, aligned with my scholarship, is political, and I collaborate 

with other disabled people to shift the conversation about disability so that educators can 

explore and question ableist attitudes and thus be positioned to become co-conspirators for 

disability rights alongside their students. My research is a narrative exploration; a weaving 

of poetry, story, images, and theory that locates me firmly as a member of the disability 

community. I ask: what are the possibilities for transformation when educators are 

supported to view disability through a social justice lens that highlights counter narratives 

of disability, resistance, and pride? 

Keywords:  neurodiversity/autism; counter narratives; inclusive education; ableism; 

disability pride; disability rights 
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in disability rights communities2 and also in alignment with revised American 

Psychological Association guidelines.3 

 



 

xi 

Itinerary (Contents) 

Declaration of Committee ................................................................................................... ii	
Ethics Statement ................................................................................................................. iii	
Abstract .............................................................................................................................. iv	
Dedication ........................................................................................................................... v	
Acknowledgements ............................................................................................................ vi	
Author’s Note ...................................................................................................................... x	
Itinerary .............................................................................................................................. xi	
List of Images .................................................................................................................. xiv	
List of Acronyms .............................................................................................................. xv	
Drummer .......................................................................................................................... xvi	
Preface ............................................................................................................................. xvii	

Introduction: Why Stories Matter to Me ........................................................................ 1	

Arrival One… Casting off and Containment ................................................................. 6	
Epistemology is a Boat: Writing the Heart, Kaleidoscopes, and Neurodivergence as 
Embodiment ........................................................................................................................ 6	
Writing is at the Heart of this Work (That Junk Drawer in the Kitchen) ........................... 7	
Working for Change and Holding Things Lightly .............................................................. 9	
Research, Kaleidoscopes, and Directing my Focus .......................................................... 12	
I Envision my Research as an Enactment of Inclusion ..................................................... 14	

Arrival Two… Exploring Undercurrents ..................................................................... 18	
Community and Pedagogy: Neurodiversity and Encountering Disability Studies in 
Education .......................................................................................................................... 18	
Reframing Disability: The Neurodiversity Paradigm and the Social Model and 
Envisioning Possibilities ................................................................................................... 19	
What is Neurodiversity ..................................................................................................... 22	
Critical Pedagogy and Undermining Expert ..................................................................... 23	
How Can it Be…? (September 2017) ............................................................................... 23	
Encountering Disability Studies ....................................................................................... 25	
DSE and Teaching in British Columbia ............................................................................ 27	
Casting a Shadow and Shifting Relationships .................................................................. 28	
Claiming Disability ........................................................................................................... 30	
Research as Embodiment: Disclosing Disability and Casting Off ................................... 33	
Our Stories are Openings .................................................................................................. 35	

Arrival Three… Sinking Down and Drifting Up ......................................................... 39	
Neurodivergence, Poetry as Praxis, and The Ugly Chair ................................................. 39	
Sinking down… Drifting up (May 2013) ......................................................................... 40	



 

xii 

Disrupting the Process and Creating Space ...................................................................... 41	
The Ugly Chair ................................................................................................................. 44	

Arrival Four… The Person Who Arrives ..................................................................... 52	
Stories & Counterstories: Radical Acceptance as Disruption ........................................... 52	
Whispering Autism ........................................................................................................... 53	
The Journey Toward Radical Acceptance ........................................................................ 54	
A Conversation with My Dad: Buffers, Limits, and Approximating Perfection 
(December 9, 2012) .......................................................................................................... 54	
A Story of Karate, Spring Soccer, and Laughter .............................................................. 58	
The Droning Boy and Other Behaviours .......................................................................... 61	
Two Little Girls (September 2013) ................................................................................... 63	
“Tolerance and Awareness are Nowhere Near Enough. Teach Acceptance, Early and 
Often.” ............................................................................................................................... 65	
I am Autistic: An Evocation ............................................................................................. 67	
Undermining ‘Expert’ ....................................................................................................... 68	
I’m on Your Kid’s Side Too ............................................................................................. 69	
Still… in the Desk ............................................................................................................. 69	
Disability, Spoon Theory, and Out of Ink ......................................................................... 72	
Welcoming the Child who Arrives: Radical Acceptance ................................................. 73	
Your Kid is DUPLOing Wrong ........................................................................................ 76	
Pressure and Flooding the Toilet ...................................................................................... 79	
Spoon Theory and Out of Ink ........................................................................................... 81	
Just One More Thing… .................................................................................................... 82	
Out of Ink and Relationship .............................................................................................. 85	
Reciprocity, Reaching Back, and the Unspoken Seatbelt Pass ......................................... 86	

Arrival Four… Coming About or Extended Stay ........................................................ 88	
Radical Acceptance as Disruption: Intermittence, Unpassing, and Unhiding 
Imperfection ...................................................................................................................... 88	
Breathing Weird… ............................................................................................................ 90	
Stops and Starts and that Old Beetle ................................................................................. 92	
A Pro-Neurodiversity Definition of ADHD ..................................................................... 93	
Unpassing… and Wrestling Inertia ................................................................................... 96	
Poetry as Praxis and Unhiding Imperfection… ................................................................ 99	

Arrival Five… Tact, Tacking, and Moving Forward in Prevailing Wind(s) .......... 101	
Connecting Disability Studies to Educational Practice in British Columbia .................. 101	
Conversation with a Colleague: Autism Speaks and Teacher Education ....................... 102	
Like the Tide on the Shore: Disability Studies and Educational Practice ...................... 104	
Missing at the Table (on the Journey): The BCTF and Finding Coconspirators ............ 104	
I Knew Where I Wanted to Go – But I Didn’t Know How to Get There ....................... 106	



 

xiii 

The Teacher’s Kid: It’s Not What You Think…[Teacher: Article 1] ............................ 108	
Let’s talk about Language: Is Disability a Bad Word? [Teacher: Article 2] .................. 111	
Harrison was Kicked out of KMS Tools ......................................................................... 120	
Leveraging Privilege and Welcoming Dissent ............................................................... 126	
Navigating New Seas ...................................................................................................... 128	
Walking Backward and Local Knowledge ..................................................................... 130	
Revisiting Broderick ....................................................................................................... 132	
Turn Their Head a Little Bit… ....................................................................................... 136	
The Importance of Language .......................................................................................... 138	
Talking Language: Ableism and Opportunity [Teacher: Article 3] ............................... 138	
Ableism on a Sticky Note ............................................................................................... 144	
Addressing Ableism (January 2020) ............................................................................... 146	

Arrival Six… A Fine Reach ......................................................................................... 148	
Cultivating Advocacy, Identity, and Pride ...................................................................... 148	
Activism: Love and Pride ............................................................................................... 149	
Activism: Easing Stigma’s Hold ..................................................................................... 151	
Our Differences: You are Good at What I am Bad at… and the Reverse is Maybe 
True ................................................................................................................................. 153	
Against the Presumption of Incompetence ..................................................................... 155	
Cultivating Self-understanding, Pride, and Advocacy .................................................... 156	
Holding Space… ............................................................................................................. 157	
The Key ........................................................................................................................... 159	
Keys ................................................................................................................................ 161	
The 10 O’clock Pear and My Freedom ........................................................................... 162	
Who Would Want A Disabled Child? I Do .................................................................... 164	
Pride ................................................................................................................................ 165	
Shifting the Pedagogy of Inclusion: Where Now? ......................................................... 170	

Afterwords (or Coming About… Again: The Interruption of a Squall) ................... 178	

References ...................................................................................................................... 181	

Endnotes ........................................................................................................................ 198 

Appendix: Navigational Resources ............................................................................. 208 
 



 

xiv 

List of Images 

Image 1. My little sketched boat (drawing). .......................................................................... 2	
Image 2. Little Sketched Boat – Ode to Sendak (drawing). .................................................. 5	
Image 3. The dock – casting off and containment (multimedia). .......................................... 6	
Image 4. The Ugly Chair – detail: Holding lightly (photo). ................................................ 11	
Image 5. Oceans wide – exploring and undercurrents (photo/drawing). ............................. 18	
Image 6. Sketched boat casting a shadow (drawing). .......................................................... 29	
Image 7. Sailing on the Ugly Chair – Neurodivulgence (multimedia). ............................... 39	
Image 8. Old Vinyl Chair in the back yard (photo). ............................................................ 44	
Image 9. Transformation –preparing the canvas (photo). .................................................... 46	
Image 11. The Ugly Chair – Sentinel (photo). ..................................................................... 47	
Image 12. The Ugly Chair at SFU (photo). ......................................................................... 48	
Image 13. Leah, the Ugly Chair, the sail, and a wave of books – Comps presentation 
(photo). ................................................................................................................................. 48	
Image 14. The Ugly Chair in the autumn in my backyard (photo). ..................................... 51	
Image 15. Typewriter: Whose story is this… anyway… (photo). ....................................... 52	
Image 16. Harrison at Karate – age 5 or 6 (photo). ............................................................. 58	
Image 17. Harrison at Soccer – age 8 (photo). .................................................................... 60	
Image 18. Two little girls heading out for recess (drawing). ............................................... 63	
Image 19. Student perched on their chair and working at their desk (drawing). ................. 66	
Image 20. Duplo blocks in child’s hand (photo). ................................................................. 76	
Image 21. Leah – unhiding imperfection (multimedia). ...................................................... 88	
Image 22. Erasing scaffolding on the Ugly Chair (photo). .................................................. 99	
Image 23. Leah – Moving Resolution 148 at BCTF AGM in 2019 (photo). .................... 101	
Image 27. A branch naturally growing in the mobius shape that represents 
neurodiversity (photo). ....................................................................................................... 131	
Image 28. Altered business cards for my blog (photo). ..................................................... 140	
Image 31. Neurodivergent Narwhals: Language Matters created by L. Wiley-Mydske. .. 147	
Image 32. Harrison’s hands holding a knife he is forging (photo). ................................... 148	
Image 33. Seven-year-old Leah with her father (photo). ................................................... 150	
Image 34. Leah in wolf suit, holding a globe umbrella (drawing). ................................... 158	
Image 35. The Blacksmith sharing his Art with Emma and Norm (photo). ...................... 166	
Image 36. Emma holding and admiring the knife commissioned from Harrison 
(photo). ............................................................................................................................... 167	
Image 37. Knife in stand, forged for Emma and Norm (photo). ....................................... 167	
Image 38. Harrison at The Pride Festival in New Westminster, BC (photo). ................... 170	
Image 39. Sketched boat – Pagesailing (multimedia). ....................................................... 177	
Image 40. Whose story is this, anyway…(drawing). ......................................................... 180	
 



 

xv 

List of Acronyms 

AAC Augmentative and alternative communication 
ADHD Attention deficit hyperactivity disorder 
AGM Annual general meeting 
ASAN Autistic Self Advocacy Network 
AWN Autistic Women and Nonbinary Network 
ASD Autism spectrum disorder 
BAS Boycott Autism Speaks 
BC British Columbia 
BCTF British Columbia Teachers’ Federation 
BLM Black Lives Matter 
CASJ Committee for Action on Social Justice 
CDS Critical disability studies 
CEC Council for Exceptional Children 
CRT Critical race theory 
DBS Dialectical behaviour therapy 
DS Disability studies 
DSE Disability studies in education 
EA Education assistant 
DSM Diagnostic and Statistical Manual of Mental Disorders 
IFL Identity-first language 
KCS Kinetic cognitive style 
LGBTQ2S+ Lesbian, gay, binary, trans, queer, two-spirit, plus 
MEd Master of Education 
PACLA Parenting Autistic Children with Love and Acceptance 
PDP Professional Development Program in Education 
PFL Person-first language 
UDL Universal design for learning 
SDL Supporting diverse learners 
SFU Simon Fraser University 
  

 

  



 

xvi 

Drummer 

 
 
 
 
Drummer 
rising boom and tap 
 calming resonance 
 
 curled on couch 
I sink 
 into Food Truck4 readings 
 grateful for the steady beat 
  of your accompaniment 
   that rises up 
 
helps me keep pace 
 
trusted measure of your heart 
 connects me to you 
  this life we share 
 
And how in those moments 
when I am floundering 
  ready to give up 
perhaps you intuit this 
 
  your encouragement 
  words of pride 
 
they are the beat 
  steady click-track 
   reliable part of this work 
 
 
 
 
March 2017 
 

 
  



 

xvii 

Preface 

Whose Story is This Anyway… 

My doctoral research is situated within the paradigm of practitioner research, and 

the finely measured attunement and noticings that arise both during and in reflection upon 

my work with others. I seek to understand and respond to disability and disabled 

children/students in our schools and our homes and communities in ways that honour who 

they already are. My intent is to undermine5 the dominant narratives that suggest disabled 

people are less than, and find opportunities to incorporate liberatory actions and 

perspectives. 

My pedagogy and practice are informed and based upon the neurodiversity 

paradigm (Walker, 2014) and the social model of disability (Barton, 1996; Oliver, 1996; 

2004; Shakespeare, 2006, 2010; Withers, 2012). Contrary to the medical (or deficit) model 

of disability, the social model, drawn upon by disability studies scholars, holds that 

disability, including neurodiversity (the naturally occurring diversity of human neurology; 

Singer, 1998), is recognized as a normal part of the full range of human experience. I am 

influenced by the work of scholars in the interdisciplinary field of disability studies (DS),6 

which is based upon critical theory and activism and specifically, the emerging field of 

interdisciplinary scholarship known as disability studies in education (DSE), which draws 

upon the experiences and perspectives of disabled people as the foundation for all 

disabilities research. 

Disability studies takes for its subject matter not simply the variations that 
exist in human behavior, appearance, functioning, sensory acuity, and 
cognitive processing but, more crucially, the meaning we make of those 
variations. The field explores the critical divisions our society makes in 
creating the normal versus the pathological, the insider versus the outsider, 
or the competent citizen versus the ward of the state. It is an interdisciplinary 
field based on a sociopolitical analysis of disability and informed both by the 
knowledge base and methodologies used in the traditional liberal arts, and by 
conceptualizations and approaches developed in areas of the new scholarship. 
Disability studies has emerged as a logical base for examination of the 
construction and function of “disability.” These scholarly explorations and 
the initiatives undertaken by the disability rights movement have resulted in 
new paradigms used to understand disability as a social, political, and cultural 
phenomenon. (Linton, 1998, p. 2) 
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My undermining is a search for understanding and a way to navigate the 

complexities of multiple perspectives and roles of disability pedagogy in action. However, 

this process began with the undermining of myself: my intentions, assumptions, values, 

strengths and stretches, my sometimes-harsh-judgments, and my comfort and discomfort 

and willingness to be curious regardless, in order to understand other perspectives. 

Cultivating self-understanding with integrity intersects with community… and 

relationships… and giving space to others… within my work and movements in so many 

interwoven and complicated aspects of my roles, as a mother, wife, educator, activist, and 

human being. 

I understand that I come to my research as disabled educator, parent, and activist, 

and I am accompanied by a narrative practice that holds my own lived experience. For 21 

years, I was a primary teacher and the balance, a resource/inclusion teacher. Most recently, 

I work alongside other teachers in their classrooms to support the social emotional 

development, co-regulation, and pro-social behaviour of students. Such experience informs 

my stance and is intrinsically related to my bias and subjectivity. 

I am not a critical disability scholar7 immersed in critical disability theory, but I 

wish to acknowledge those who have given me a critical lens. I come to this work 

experientially, informed by disability studies, and locating myself specifically in the 

relatively emergent field of disability studies in education (DSE). My experience has 

cultivated my commitment to the importance of building a connection between the critical 

pedagogy of disability studies in education (DSE) and educational practice in British 

Columbia. 

I see my thesis as an opportunity to explore other ways to envision what research 

and pedagogy might be, and who gets to be included in these practices. Throughout this 

dissertation, I inform my practice by including the lived experience of Autistic, 

Neurodivergent, and other disabled people, and create openings to include their writings 

and perspectives. I share and amplify these in a way that values those individuals and their 

experiences as expert. 

I have taken up the idea of community scholarship (O’Toole, 2015) because I see 

the potential of expanding its inclusion as a pedagogy – in forging a relationship – a way of 

listening to other perspectives and voices as knowledge, rather than data, that helps me 
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think through/with disability in my practice. In this way my thesis also addresses what it 

means to be peer reviewed. 

A community scholar is someone located in communities of disability (or other 

marginalized communities); they write about lived experience and such scholarship, in the 

form and with the weighting of those contributions of an academic scholar. Corbett 

O’Toole (personal communication, August 25, 2020) explains,  

This term, community scholar, means people are an active part of a 
marginalized community. Their research and writing are based on, and 
accountable to, the communities they work in. A community scholar is 
someone who is involved with scholarship that is not affiliated with a 
university: this includes people who are writing blogs, writing social critique, 
and challenging us to think differently.  

O’Toole (2015) writes, “Recognizing the important contributions of all scholars, with and 

without institutional affiliations, is an important step in creating a deeper and more 

inclusive research base” (p. 45). In the tradition of anthropology8 such perspectives have 

been understood as critical in deepening the conversation, however, community 

scholarship has seldom been included as important in guiding educational practice and 

pedagogy in relation to disability. I include the writings of disabled writers, bloggers, and 

community scholars9 as an enactment of inclusion and activism, that is aligned with a 

Freirian commitment to valuing practical wisdom and experiential knowledge (Freire, 

2005). 

I am suggesting that community scholars or community scholarship be recognized 

by the academic community as peer-reviewed expertise and legitimate sources for 

academic research. I ask: what might be possible when academic research is expanded to 

include the notion of community scholarship and community scholar? 

~ 
The ethical aspects of my inquiry are particularly sensitive, as I work alongside 

people who are often marginalized by systems and by professionals frequently positioned 

as ‘expert’… often to the exclusion of the lived experiences and perspectives of disabled 

people. The exclusion of disabled people intersects with discrimination and oppression 

related to intersectional identities such as race, class, and gender. Thus, I have deliberately 
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drawn upon and included the perspectives of people who come from different marginalized 

communities and who have lived experience at these multiple intersections. 

Accordingly, I have tracked permissions and noted dates and times of conversations 

with people whose words/work/perspectives I am referencing or including, because an 

important part of this work is the disruption of what is traditionally considered an academic 

source. I want to make the point that the writings and work of disabled people on blogs and 

in other works is peer reviewed – and very widely so – it is just a different group of peers. 

I want to acknowledge the work of disabled scholars, so I am documenting with 

care. I wish to include people in my scholarship that may not have the same privileged 

access to the academy (Barton, 1996) as I currently do. There is a body of work by 

disabled people that is of immense value and is readily available, but it is not commonly 

drawn upon in informing educational pedagogy and practice. 

I understand that disability is just one intersection in an individual’s life. I choose 

to be explicit here so that the reader not mistakenly isolate or silo10 identity and presume 

that disability is the only focus of my dissertation. Disrupting the tendency toward a 

singular impression of disabled identity (even within DSE) creates an opportunity to 

broaden the discussion, and address the way that intersections of identity must be included 

within discourses about education of disabled students. 

I live in multiple communities, which I call “circles”… some disability-
focused and some not. I am part of these circles: people with polio, disability 
rights activists, queer people, disabled queer people, parents, parents of 
disabled children, disabled parents, disabled parents of disabled children, 
adoptive parents, athletes, disabled athletes, wheelchair athletes, abuse 
survivors, poor people, unemployed people, people living on government 
benefits, etc. Each of these circles intersect in my life but rarely do these 
circles interact with each other. Each of these circles contain people who are 
parts of many other circles such as Black people, working people, etc. 

Corbett O’Toole (2015, p. 38) 
Disabled Activist, Writer, and Disability Studies Community Scholar 

Fading Scars: My Queer Disability History 

~ 
I am a member of disability communities that welcome intersections, and as such I 

work within a cross-section of communities to address racism, classism, homophobia, 
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transphobia, sexism, none of which can be separated from ableism. I am deliberate – I want 

to be explicit about my intentionality, ensuring the reader’s understanding that the much 

work quoted in my dissertation amplifies perspectives of people living at multiple 

intersections, often including lived experience with disability. Including the breadth of 

people’s lived experiences allows me to challenge and disrupt the biases of proscriptive 

labelling and to present my work here as a reflection of my work in education, where I 

continue to explore the ways that different intersections provide opportunities for learning 

and expanding resources and understanding (see Appendix for Navigational Resources). 

My dissertation includes many voices by bringing in community scholarship as 

relationship – and, interwoven with my own experiential knowledge – as pedagogy. A 

foundational part of my dissertation is the weaving together of scholarship, stories, and 

lived experience of disabled people (including my own) as a rich tapestry. 

I envision my inquiry as activism, inherently linked to social justice and the 

activism I engage in alongside others to resist oppressive attitudes and systems. I seek to 

make a positive difference for Neurodivergent/disabled people, like my son and myself. I 

ask: what are the possibilities for pedagogical transformation when disability is viewed 

through a social justice lens that highlights counter narratives of disability, resistance, and 

pride? 

~ 

Personal history self-study stories should avoid the problems of simple story 
telling by addressing the multiple selves, the never-ending, complex, and 
incomplete self. The stories should deal with the surprises, failings, 
contradictions, and the desire to know relevant to a particular space and time. 
Within their settings, self-studiers also raise alternative interpretations and 
visions of their teaching realities and show their lived contradictions and 
failings. It is not a seamless, transparent story with a beginning, middle, and 
end but an ongoing story, which speaks of a process and highlights mistakes, 
understandings, tensions, and insights. It is honest and specific to the context 
and time in which it is placed. (Samaras, Hicks, & Berger, 2004, pp. 911–
912) 

~ 
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My work is a kaleidoscope… with perspectives that shift and change, depending on 

the angle, and the direction, and the light, and the movement(s) of the tiny plastic beads 

that decorate my world. And it is most beautiful when you turn it, rotate it in your hand so 

you can see from a different perspective – and most brilliant and vivid when you hold it up 

to the brightest of lights. 

Be critical – look for yourself. It is complicated. There is not one truth – just like 

even for me there is not one true story that captures the whole of me. 
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Introduction: 

Why Stories Matter to Me 

As a researcher I am curious about the complexities of revealing or disclosing 

disability: the potential liabilities, vulnerability, privilege, and the concept of passing11 as 

nondisabled12 (or conversely unpassing, by disclosing disability), and pain and shame. I 

am coming to understand my relationship with my own body and mind, and how 

disability is an integral part of my identity. 

As a parent and an educator, I am curious. I want to explore ideas of resistance 

around expectation, and how we might examine our expectations around parenting – or 

around teaching – in a way that invokes or evokes a bringing into the conversation 

Arendt’s (1958) notion of natality (L. Fels, personal communication, October 15, 2016). 

Above all, I am wondering what might happen if we considered a shift in the way 

we conceptualize disability within our schools, classrooms, and ourselves. I want to be 

the pebble in the pond that disrupts the still pool by including disabled people in 

reimagining our classrooms (though I am quite prepared to be the pebble in the shoe if 

need be).  

I seek to make space for another way of conceptualizing disability and of being 

present to the disabled children and students in our lives.13 There is an opportunity to ask 

ourselves, “How do we welcome this child – this unexpected person? And who are we 

when this disabled child arrives in our lives, family, classroom, community and beyond?” 

Maybe they are not as we had imagined… 

As my inquiry progressed, it evolved, and so did the focus of my research. As I 

looked for opportunities to support people to critically understand their relationship[s] 

with disability, I came to understand how my inquiry was intrinsically linked with the 

ideas and concepts of disability studies. I realized that I needed to more deeply explore 

ways to connect disability studies in education (DSE) to educational practice in British 

Columbia. DSE provides a way to critically view disability as a social construction where 

the primary problems disabled people face are understood as the result of social 
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convention and not deficit (Van der Klift & Kunc, 2019). Disability studies explores the 

history of disability and the disability rights movement, and foregrounds counter 

narratives of disability and stories of resistance, and as such is central to my inquiry.14 

I conceptualize my inquiry as a pedagogical space to introduce new ways to 

encounter an Autistic, Neurodivergent or otherwise disabled child. My thesis is an 

invitation to listen, to create space for children to be their authentic selves, to understand 

multiple ways of communication, and to be able to attend differently. 

I was invited early in my doctoral studies to create an image that represented my 

journey. A little sketched boat emerged, a drawing that was inspired by Sendak’s (1963) 

image of Max setting sail in Where the Wild Things Are. I envision my frizzy-haired-self 

not quite contained in a wolf suit, like Max. My craft has my 

name inscribed – also like Max’s – but additionally 

inscribed is an element related to my inquiry and my 

critically ongoing query: Whose Story is this, 

anyway…? 

I offer my stories and seek to add 

the lens of my own Neurodivergent lived 

experiences because my perspective is relevant 

to teachers – to the classroom. I have always 

understood that story and storying my 

understandings is an integral part of how I share and convey my thinking. I am able now 

to put into words what I tried to keep hidden for so long, and I am able to acknowledge 

and know what I am good at and what I find difficult… and I am now better positioned to 

support students (and colleagues) in knowing this about themselves. I want our students 

to understand their strengths and stretches/challenges/what is difficult, and to be able to 

answer the question: What is the gift you bring to offer the world? 

The stories and arrivals herein are reflective of different facets of my journey and 

my multiple roles. They are intended to play with the stretchiness of time, the 

empowerment of re-membering (Myerhoff, 1992), and the magic of language. These 

stories combine and create a space for reimagining or, perhaps more, the ability to 

understand from another angle; this is the inherent power of story. 

 

Image 1. My little sketched boat (drawing). 
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And too, I put my stories next to other stories – not mine – but borrowed, or 

perhaps, more, gifted and entrusted to me. My storytelling is more because it is lifted by 

the accompaniment of other voices. I offer an opening of fresh new wings; a chorused 

unfolding of kaleidoscopic possibility. 

More than my storytelling… I offer you a storied telling. 

~ 
My research journey has been a mixed adventure of elation and joy, disheartening 

moments, uncontainable excitement, along with rogue waves of existential crisis and 

occasional doldrums that have been buoyed with stalwart determination, and navigated 

by focussing on the next thing. It is time for healthy rebellion… and the inherent natality 

of radical acceptance, that welcomes the person we are – the person who arrives – the 

person you are – and the children in our classrooms and in our lives – with unconditional 

acceptance and love. 

I was tremendously influenced by my father, Don Kelley, who told me early in 

my teaching career (1986/87): 

Leah, parents aren’t sending you their second-best kids and keeping their 
best ones at home to first see how you do with them. These are their best 
kids. Likewise, they are doing the best job they can as parents. They may 
lack the skills, but they are doing their absolute best at that time. 

The term radical acceptance is used in dialectical behaviour therapy (DBT), but it has 

come to take on an additional layered meaning within Autistic and Disability 

communities and with those who support them, as a push back against the 

pathologization and medicalization of Neurodivergent people and the accompanying 

messages that they need to be cured or fixed.15 Within my own practice, I have long 

understood that people need to be accepted as who and what they are able to be in the 

moment. 

~ 
It is important to me that my work not be laden with language that others may 

struggle to unwind. It is intentional that my research is accessible to both academic and 

community scholars, as well as other people in disability communities who might engage 
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with my work or want to add to the conversation. Complex ideas and concepts can be 

shared in a way where language is not a barrier. I want to offer a text that makes space for 

deep passes at complicated ideas, and that is accessible because the language is plain and 

clear (Grace, 2013). I want my readers to be able to dance lightly through my writing and 

to accompany me on varied journeys and imaginings. 

I am adrift on a sea of stories. Story lifts my craft, buoys my thinking, and 

supports me in navigating through concepts and toward deeper understanding. 

These stories are mine – though not mine alone… they are reciprocally shared. 

There are also stories I have carried with me – unexamined stories. I pull them out 

and write them down and listen to them. I explore old stories with curiosity; sorting and 

weighing them to measure their importance to my journey. I am learning what to hold 

close and what to let go. 

I can let go… 

 There are stories I can toss into the tide… 

  They are just stories. They don’t have to be the ones I believe. 

And there are stories that are the core of me and those are the ones I want to weave 

together in my work: the relatable and accessible stories that matter and hold meaning. 

Whose story is this… anyway…? 

I am calling to you… Come, set sail with me… 

There is an ocean contained within these covers – and you are invited to navigate 

and explore alongside me, a co-conspirator, an accomplice, a dreamer… as we lean into 

the wind and together trouble the waters to see what arises. The seas can be maelstrom. 

The currents are strong, as I consider and speak of deep and difficult things. 

I am calling you with the beauty of words and a playful turn of phrase, and hoping 

to entice you to stay the journey. I can talk of serious things – explore dark currents, but I 

cannot make the journey solely serious. Our journey together must also be filled with 

hope and light, and love, and humour. 

This is my story… 

 But I hope, dear reader, in it you will see your own.  
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Taming: An Ode to Sendak’s Wild Things16 
 

There is something more about the taming 
About looking into the eyes… 
a many layered thing 
with respect for process 
rejection of forced eye-contact 
or enforced compliance 
to pass as indistinguishable 
 
There is something more about the taming  
About power and control… 
and who has control 
and taming and railing 
and activism 
and venturing into uncharted territories 
and being brave 
 

There is something more about the taming  
About direct gaze 
or the direction of gaze 
a reclamation 
a taking back 
an examination of the things 
that might eat me up (or you up) 
 

There is something more about the taming 
About being brave 
the magic trick 
directly looking into the eye 
the centre of what might scare me 
not as a sideways glance 
but a proclamation 
 
I am here 
 
and I am not afraid 
and I am going to rule these wild ideas 
and engage and celebrate 
 
Let the Wild Rumpus start! 
 

 
January 2, 2016 

Image 2. Little Sketched Boat – Ode to Sendak (drawing). 
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Arrival One… Casting off and Containment 

Epistemology is a Boat: Writing the Heart, Kaleidoscopes, and 
Neurodivergence as Embodiment 

 
Image 3. The dock – casting off and containment (multimedia). 
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Maybe it would be better to think of epistemology as the small sailboat I go 
to when I escape to Maine, sliding up and down the waves. If I tie the boat 
up on a beach in a spot with a long tide fall, I am apt to find the boat high 
and dry the next day. As a researcher standing on the boat of inquiry, if I try 
to stand with my legs straight and unbending, as I do on dry land, I will fall 
over. I need sea legs. I need to follow the motion of the water underneath 
me, my knees working as shock absorbers. 

If I think of epistemology as a boat, then the post-modern turn looks less 
like a crisis and more like a release. I am no longer tied up to the dock. I can 
set sail and let the current, tide, and wind take me along, seeing many new 
things from many new vantage points. 

Phil Smith (2001, p. 383) 
Inquiry Cantos 

~ 

Writing is at the Heart of this Work (That Junk Drawer in the 
Kitchen) 

The junk drawer in my kitchen collects all the things. Usually, I can just reach in 

and jostle its contents a bit so the whatchamacallit I am searching for will show a small 

corner or bit of itself, and I will scoop it up and continue with my task. But periodically, 

the catch-all-zone becomes over-stuffed. The drawer no longer closes with an easy push, 

and searching for a specific thing becomes an act of frustration. Sometimes my brain 

needs to be upturned and dumped and loosely inventoried – just like my kitchen drawer – 

and I must unload the mess so that I can sort through my thoughts. When my thinking 

becomes this tangled it is stressful and it can be immobilizing. I use writing to help me, 

but I begin small. Lists, lists, and more lists are my method to download the swirl and to 

see and understand what’s there. 

The process of writing centres me, helps me to regulate, and enables me to step 

back and evaluate, organize, prioritize, and plan. Often times my listing connects ideas 

and concepts that I might have considered unrelated – and also creates the space for 

unexpected things to emerge. I am learning that this too is a part of my process. 

There are times when I have difficulty expressing my thoughts simply because I 

do not know where to begin. So often there seems to be no linear beginning and a myriad 

of thoughts are stacked and intermingled and exist all in the same place and time. They 
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are not organized with the order of time, or even a hierarchy of importance – but rather 

are a non-linear constellation or collection of connected or not at all connected things that 

exist in real time in the same space. I have come to refer to this as my messy busy brain. 

Sometimes when I begin to tell of a thing, I experience a false start, but it is not 

until I am underway that I am able to see that this is not, in actuality, where I need to 

begin my tale. I start again from a different location and wind my way forward anew. At 

times my expression is halted – as I search for language or sort through the stack of piled 

thinking for a logical beginning, and let go of the things that do not belong or are of little 

importance. 

I appreciate it when people understand that I will get it out, but that I am still 

working to unwind the complexity of my thinking and the tangled multiple convergences 

of my brain. I think it can be difficult for others to feel patience with my way of 

communicating – and I am sensitive to irritating others, and at times, tentative. I 

recognize the weight of internalized shame when I am faced with the irritation of others. I 

again feel the stress of my father’s exasperated sigh, “C’mon, Leah, just spit it out!” and 

time has played its tricks and I am eleven-years-old. 

I expect that is to a great extent why writing has always been such an important 

part of how I support myself to navigate the world. Writing is a way for me to organize 

the intricacies of my thoughts – and unload them from the swirling complexity, without 

the pressured need to meet the timeline of others. Sometimes my winding thoughts are 

swirling with such intensity – that I must begin by just dumping the contents all out onto 

paper. And now – I find myself unpacking my thinking from another angle… to make 

sense of the clutter in a more physical way. I use an old school planner, sticky notes, 

notebooks, and some of my best thoughts have been soaked up upon a napkin or 

captured, hastily scrawled, upon a scrap of a receipt. I have a collection these in my 

office, like a pile of feathers lining my nest with possibility. 

~ 
Once I have all the things written down I don’t have to work to keep them present 

in my mind. I do not have to draw upon my energy and resources17 to hold tightly to 

important things with the fear that they will be somehow forgotten. I can release a certain 
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urgency or stress when I know my busy thoughts and plans are safely listed and held 

upon the paper. 

Some of my best ideas for bringing things together cockily perch in the periphery 

of my wonderings, trickster-like… slightly beyond my grasp. These come to me most 

clearly in those in-between moments when I am just drifting into sleep – or I am visited 

with understanding in my dreams. But in my awake moments, my world seems too 

populated with other things to reach clarity. 

I find it challenging sometimes to sink down to the place where I can gather my 

thoughts and then let them come out of my fingers as drawings or words stuck to paper. I 

need time to sink down to that place, where the thoughts and writing and processing and 

the taking in of other perspectives can be woven together. However, time is something 

that can be hard to come by, so I have been finding ways to carve out and negotiate space 

for myself and to push away distractions. 

When I am in this place… this space… it is exciting how things come together. 

But it is hard to get there – like a hunt for the shifting location of a hidden door that leads 

to a secret world. 

~ 

Working for Change and Holding Things Lightly 

When I completed my Master in Education in Educational Practice, I was so 

deeply involved with the process of inquiry and so in love with writing that I could not 

stop. I suppose that is, in part, why I began my (ironically named) blog, Thirty Days of 

Autism,18 it was a way to encounter and process experience through my writing, and a 

vehicle to share it out to others. It may also be that I began with a lofty and somewhat 

naïve vision that sharing my insights and perspectives might somehow change the world, 

or at least my little corner of it. I have had my eyes opened since then, and I have been 

humbled to be welcomed into disability communities where I am learning so much about 

myself, my son, my students, and what it means to be human. It is in these spaces that I 

have the opportunity to be involved as an activist alongside other disabled people. The 

inquiry work I have done since my master’s degree (MEd – very much centred around 
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social justice and disability rights) has been intensely informative to my practice as a 

parent, an educator, a researcher, and as an activist. 

Hobson (2001) suggests, “If you want to understand something, try to change it” 

(p. 8). He goes on to state, “Reflection is a process of making sense of one’s experience 

and telling the story of one’s journey” (p. 8), and “we teachers benefit from paying more 

careful attention to what we say and do, and how these two elements work together” 

(p. 9). The process of writing, and then re-reading to re-visit past experiences, as a way to 

help me collect and process my experience, is a powerful approach. My writing (which 

includes blogging, personal journaling, poetry, and more traditionally academic writing) 

provides another lens (Brookfield, 1995), but also creates the gap: the temporal space 

(between the event and my cognition) to reflect, and the space (room and method) to 

process. 

~ 
I fully embrace that my writing is my method or form of inquiry, meaning-making 

and representation (Richardson, 1994)19 and, consequently, I have drawn on writing in 

each of these capacities for my research. Writing is a meditative process: an internal 

dialogue, but one that I am able to revisit over time and reflect upon. Shagoury Hubbard 

and Miller Power (2003, p. 88) draw upon Lillian Hellman’s (1973) description of the 

pentimento effect in old paintings, revealing original lines as the paint becomes 

transparent over time, suggesting that ‘seeing and then seeing again’ is central to the 

process of analysis and the deepening of understanding.20 

Writing and re-reading what I have written is integral to my process and offers 

direction and clarification to my thoughts. And too, writing is generative unto itself… it 

is a creative reflective process that moves my thinking forward and helps me process and 

relate to experience, past and present (and even future). Writing is the glue that bonds my 

thinking to experience in a reflective and dynamic interaction that moves me forward. 

I reflect that sometimes I do not know what I think until I hear what I say… 
and sometimes I do not know how I process and relate to my experience 
until I write and then re-read what I have written. (Journal, July 2009) 
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I have to work to hold 

things lightly… my poetry is a way 

to interact with ideas and theory 

within my inquiry (Leggo, 2008), a 

way to hold things lightly but not 

trivially. Poetry gives me a way in 

– to capture the things I might not 

otherwise word. I must also 

consider that exploring concepts 

poetically is also a way to step 

back – perhaps a distancing that 

creates space to encounter ideas obliquely from another angle or perspective. Poetic 

language frees me from the confines of the linear, list-making, self-regulating, positive 

thinking, highly controlled, perfectionistic and practical aspects of the self that also 

inhabits my body… and offers me a new way of knowing. 

~ 

Poetry, like silence, creates a new balance of memory and moment. We see 
with fresh eyes through the poet’s artistry, which illuminates with words a 
new landscape that before was hidden beneath the veil of everyday 
language. 

Our ordinary language can be a prison, locking us in the jail of our own 
redundancies, dulling our senses, clouding our focus. By presenting 
ambiguities, by using words in unfamiliar ways, by juxtaposing elements of 
perceptual reality in new combinations, by evoking imagery, poets and their 
poetry offer us fresh, novel possibilities for experiencing life. (Siegel, 2007, 
pp. 54–55) 

~ 

Image 4. The Ugly Chair – detail: Holding lightly 
(photo). 
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Research, Kaleidoscopes, and Directing my Focus 

A foundational part of my practice continues to be about wide-awakeness 

(Greene, 1978) and awareness of how I am co-creating with colleagues (and others) and 

too, it is about bringing together my experiences in my many roles and through many 

different lenses (Brookfield, 1995). 

My inquiry is situated within the paradigm of practitioner research, as well as the 

finely measured attunement and noticings (Greene, 1978) that arise both during and in 

reflection upon my work with others. 

There has been so much to draw together to represent my thinking and 

experiences, which has definitely involved a process of crystallization as Richardson 

(1994) metaphorically describes the data analysis process. Denzin and Lincoln (2005) 

explain: 

Viewed as a crystalline form, as a montage, or as a creative performance 
around a central theme, triangulation as a form of, or alternative to, validity 
thus can be extended. Triangulation is the display of multiple, refracted 
realities simultaneously. Each of the metaphors “works” to create 
simultaneity rather than the sequential or linear. Readers and audiences are 
then invited to explore competing visions of the context, to become 
immersed in and merge with new realities to comprehend. (p. 5) 

Richardson’s (1994) metaphor of crystallization captures the complexity of the 

process. A crystal is formed, with its many angles as a response to intense change (often 

heat and/or pressure over time – or not). Afterwards, a crystal is relatively static, though 

it can be cut, polished and reshaped, and placed in a setting if one finds that it is valuable 

enough. Some crystals can bend light and break it down into its smaller colour 

components. 

Of late, I have also been considering how a kaleidoscope speaks to me as a 

metaphor for my process. Something is still emerging… at the periphery of my thought 

and my own Neurodivergence. There is an interactive quality that I notice emerging in 

my inquiry that I feel is missing from the metaphor of crystallization. I want the metaphor 

of my research to also be representative of my actions and movements within systems 

and relationships. 
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I am aware that by directing my attention to a particular area… I am trying to 

bring one area into focus and connect it to another. I have been kaleidoscoping 

Richardson’s (1994) notion of crystallization, by combining it with the notion of 

directing my focus, and considering what it is that calls (and holds) my attention. 

However, I am learning to be cognizant that there is a whole 360 degrees to be 

seen, and that when I am focused on one thing… there are others I cannot see. I cannot 

possibly see it all. And what I see and where I choose to direct attention is absolutely and 

inherently connected to who I am. It is an understanding that acts as a humbling reminder 

of the importance of continuing to consider multiple perspectives… and resist the feeling 

that I somehow have the answers… 

I want to keep close with me the words of Derrick Bell (2002): “Humility gives us 

space to see that we do not have all the answers, even in our so-called areas of expertise; 

it lets us listen and respond to what is actually happening, being said, being felt” (p. 165). 

I must also continue to ask, what is the intention in my direction – and the 

intention of my communication – and how do I inform my relational movements and 

actions– with an awareness that there are many things I may not yet be able to see – and I 

may never see? 

I have a collection of kaleidoscopes… 
And find them irresistible 
They are treasures 
Vintage 1970s school days age 
Or more recent 
I love the way 
They direct the gaze 
and break it into beauty 
with mirrors 
and light 
and plastic jewels 
The mundane view 
Becomes mandala 
I will never be content 
to have just one kaleidoscope 
I will never be content 
If I am denied the freedom 
to direct my gaze 

 
November 18, 2016 



 

14 

I Envision my Research as an Enactment of Inclusion 

I recently came across a note, a tattered slip of paper, a snippet of thought, tucked 

between the pages of one of my many notebooks, that spoke of my emerging ideas 

around aligning my practice of research with my neurology: 

Neurodivergence as Method: I promise to come full circle, but it will be a 
circle full of twists and tangled with multiplicity of meaning and held with 
a trust in the stretchiness of time that gives space for my imaginings (my 
research) to unfold in surprising ways. Ideas that may not seem connected 
can be in unexpected synchronicity when they are not bound in linear ways 
with conventional mappings and expectation. 

Kassiane Asasumasu (Kassiane Sibley) coined the term neurodivergent as 

early as 2001, in response to people incorrectly using neurodiversity
21

 to just mean 

‘autistic stuff.’ She has expressed that she “felt need for a word and a movement that 

actually meant all of us, not just autistic people and that being multiply 

neurodivergent made it really obvious that people were being exclusionary.” Over 

time neurodivergent has also functioned to delineate the linguistic difference 

between diverse and divergent (K. Asasumasu, personal communication, July 31, 

2017). 

Autistic scholar, educator, and disability justice activist, Sara M. Acevedo, adds 

another layer, suggesting: 

Although there is great strategic value in learning and performing 
academese, there is also a painful exercise of excision enmeshed in this 
process. I have always had trouble with structural linearity (of course); my 
brain is the opposite of linear, and in order to enter these conversations, I 
must conform and thus relinquish a foundational part of my identity. 
Autistic and otherwise neurodivergent writers should be valued and 
legitimized without having to mold our brain process to some preferred 
aesthetic genre. 

(S. M. Acevedo, personal communication, November 10, 2017) 
 

I envision my research as an enactment of inclusion… a representation that is 

evocative of my Neurodivergence. 

Thus, my way of inquiry draws upon the beautiful ideas of bricolage (Denzin & 

Lincoln, 2005; Kincheloe, 2001). Bricolage aligns with my skill as a generalist and 
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practitioner. My knowledge and experience run deeply and affects my craft (my practice 

and my tiny sketched boat) and the how and why of what I do, so connected with my 

attunement, and my practice of listening and observing, and sensing others. Denzin and 

Lincoln’s (2005) description of the methodological bricoleur offers an invitation that 

encourages invention and innovation and creating new ways of being in inquiry: 

The qualitative-researcher-as-bricoleur or a maker of quilts uses the 
aesthetic and material tools of his or her craft, deploying whatever 
strategies, methods, or empirical materials are at hand… If new tools or 
techniques have to be invented or pieced together, then the researcher will 
do this. The choice of which interpretive practices to employ is not 
necessarily set in advance. The “choice of research practices depends upon 
the questions that are asked, and the questions depend on their context” 
(Nelson et al., 1992, p. 2), what is available in the context, and what the 
researcher can do in that setting. (p. 4) 

Kincheloe’s (2001) description of the bricoleur further calls to me: 

They are attuned to dynamic relationships connecting individuals, their 
contexts, and their activities instead of focusing on these separate entities in 
isolation from one another. In this ontological framework, they concentrate 
on social activity systems and larger cultural processes and the ways 
individuals engage or are engaged by them. (Blackler, 1995, p. 689) 

Yet, here I must pause. Bricolage as a research practice does not speak to my 

process in a way that captures things beyond the doing. I have yearned to capture the not 

doing, the undoing, the pauses, the wait moments, the false starts, the restarts, the stops, 

the shifts in focus and attention, and a way to conceptualize an almost post-

methodological way of being in inquiry. 

I imagine a paradigm and created a space that honours my way of being in 

inquiry. I am the eclectic pragmatist who needs to sink into this work and who wants to 

do it all. 

I imagine my research practice might be evolving into something entirely new; 

perhaps it might be named, Neurodivergence as Inquiry: a way of thinking …reflexivity 

…and the multiplicity of carrying a myriad of perspectives. I am exploring ways to 

consider what draws my attention, and how my focus is inherently related to my own 

Neurodivergence and, as a result, intertwined with my critical subjectivity (Ladkin, 

2005). In my best imaginings, I conceptualize that my research would be an embodiment 
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of my own experiences and way of being in inquiry, and simultaneously, evocative of my 

Neurodivergence. 

Similarly, my research is a pedagogical space that can be imagined to both reflect 

and embody my disability and thus demand accommodations to be fully and authentically 

included. I want to continue to create work that resists the urge to sit politely compliantly 

bound. I want my work to include and represent all the mess and beauty of doing all-the-

things (or not) in unusual ways. My work, my research, thesis and process, must be what 

Rautins and Ibrahim (2011) aptly describe as “an exemplary demonstration of what we 

call for. It is a labour of engagement, commitment and dialogue; and of how one can 

accompany one’s students into the journey of wide-awakeness” (p. 26). My thesis is an 

embodiment of my Neurodivergence – so it enacts inclusion in all its messiness – and 

refuses to have all the bits neatly tied and packaged and bound. I have my own winding 

trajectory – and it might be unusual – but it is definitely not broken. 

~ 
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I have a collection 
 of kaleidoscopes… 
   vintage 1970s school-days-age 
   or more recent  

    irresistible 
    treasure 
 
   directs my gaze 
    break it 
     into beauty 
   with mirrors 
     light 
      plastic jewels 
 
   mundane view 
    becomes mandala 
 
   my collection 
   of kaleidoscopes 
    a collection 
      of 
     shifting 
      perspectives 
 
of potential 
 
 signifiers of freedom 
 
  to 
 
    direct 
 
       my 
        focus 
 
 
 
 
May 10, 2020 
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Arrival Two… Exploring Undercurrents 

Community and Pedagogy: Neurodiversity and Encountering 
Disability Studies in Education 

 

Image 5. Oceans wide – exploring and undercurrents (photo/drawing). 
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The academy is not paradise. But learning is a place where paradise can be 
created. The classroom, with all its limitations, remains a location of 
possibility. In that field of possibility we have the opportunity to labor for 
freedom, to demand of ourselves and our comrades, an openness of mind 
and heart that allows us to face reality even as we collectively imagine ways 
to move beyond boundaries, to transgress. This is education as the practice 
of freedom. (hooks, 1994, p. 207) 

 

~ 

 

Reframing Disability: The Neurodiversity Paradigm and the Social 
Model and Envisioning Possibilities 

I am looking for opportunities to shift and undermine, even in small ways, the 

prevalent notion of disability (and in particular autism and neurodivergence) as less than. 

In other words, to reframe commonly held pathologized views of disability/disabled 

people in favour of the neurodiversity paradigm, in alignment with the social model of 

disability, and further informed by disability studies in education (DSE) research. I am 

asking how current pedagogies of inclusion and special education might be transformed 

if educational practice were to be informed by these frameworks, theories, and paradigms 

rather than the medical model. Including the experience and insights of disabled people, 

writings that may be outside the academy, is critical to our learning as educators. 

~ 

With the shift to the lens of the neurodiversity paradigm comes the 
possibility of envisioning entirely new approaches to fostering autistic 
wellbeing, approaches that aren’t limited by the pathology paradigm’s 
conflation of wellbeing with conformity and compliance. And new 
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approaches are clearly needed: the ever-growing body of first-hand 
accounts by autistics regarding their own lived experiences points 
overwhelmingly to the conclusion that the various systems of normativity-
oriented praxis generated by the pathology paradigm are consistently failing 
to support long-term autistic wellbeing and are in fact actively harmful and 
trauma-inducing (e.g., Asasumasu, 2013a; Bascom, 2012; S. R. Jones, 
2013, 2016; Monje, 2016a; Asasumasu, as cited in Silberman, 2012). 
Autistic people, again, can only truly thrive as autistic people, not as 
imitations of non-autistic people; one does not attain long-term wellbeing 
by stifling one’s True Self. 

The pathology paradigm’s dubious conflation of compliant normativity 
with wellbeing stands in marked contrast with perspectives on human 
wellbeing found in the fields of humanistic psychology, positive 
psychology, and transpersonal psychology. In these fields, optimal 
wellbeing is generally conceptualized not as compliance and conformity but 
as transcendence of rote normativity in the pursuit of psychospiritual 
growth, self-actualization, and realization of higher human potentials for 
authenticity, creativity, joy, wisdom, inner peace and stability, connection, 
intimacy, spontaneity, harmony, and peak experience. 

Nick Walker (2019, p. 283) 
Doctoral Dissertation 

Autistic Psychology Professor, Author, Transdisciplinary Scholar, 
& Foundational Thinker in the Field of Neurodiversity Studies. 

(Reprinted with permission) 

~ 

Central to my inquiry is the exploration of how including the counter narratives 

(Lindemann Nelson, 2001) of disabled people, including pedagogical stories of my 

experiences with my son and my students, might inform educational practice and 

pedagogy from a less pathologizing stance (Bossman, 2015), while additionally providing 

increased support for Neurodivergent and other disabled students. As I examined and 

drew upon the ethnographic and lived experiences of Autistic and other disabled people 

in my inquiry, I have come to appreciate that this includes my experiences as well. 

What are the processes to support educators (including myself) in examining 

concepts such as universal design for learning (UDL),22 differentiation,23 and broadening 

our definition of inclusion? By framing/aligning these concepts with the social model of 
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disability, which suggests that disability is socially constructed, they can be conceived of 

as a normal part of the full range of human experience (McLaren, 2014; Walker, 2012; 

Withers, 2012; Linton, 1998; Zola, 1989). A key premise is that the problem of 

disability24 should not be located in the disabled person but, rather, located in society and 

its ability or willingness to accommodate the natural diversity of bodyminds (Kunc, 

2019; Linton, 1998; Smith, 2017; Ware & Valle, 2010; Withers, 2012). 

The neurodiversity paradigm and the social model of disability inform my 

pedagogy in that, contrary to a deficit-based or medical model, these views hold that 

disability is a natural part of the full range of human experience and that those with 

impairments or differences are disabled by society’s willingness (or not) to accommodate 

differences. I combine these theoretical frameworks with my experiential knowledge of 

parenting my Autistic son, and working as a disability rights activist alongside others. 

~ 
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What is Neurodiversity 

Neurodiversity is a neutral term that simply means the diversity of human 
brains. It’s a fact. You cannot argue that it does not exist. 

But when people say they are pro-neurodiversity, they generally mean they 
are pro-celebrating diversity. Which is totally great and I support that 100%. 
Yes, please celebrate all types of diversity! 

BUT, recognize that celebrating neurodiversity (or really any kind of 
diversity) is not denying the hardships of existing in this world while 
neurodivergent. Because the way my brain was made is not the cause of 
these hardships. The cause of this is ableism and living in a society that is 
INTENTIONALLY designed for only one way of being. A lot of times, this 
world is incredibly cruel to people who can’t meet these arbitrary standards 
and who need more help and support. Me existing in this world as I am is 
not a problem. The world/society being hostile and inaccessible is the 
problem. So, if you are celebrating neurodiversity, you also need to be 
working to create a more accessible, understanding and slightly less shitty 
world for ALL OF US. 

ALSO, you can’t say you are celebrating neurodiversity while working for 
things like segregation, institutionalization, cures for neurodivergent minds, 
therapies to make neurodivergent people act more “neurotypical”, forced 
compliance, only thinking one type of communication is valid, not 
presuming competence, 25  forced guardianships, promoting inspiration 
porn 26  or stories about “overcoming” disability/neurodivergence, or 
thinking that some neurodivergent people deserve less rights than others. 
Advocating for these things is not compatible with celebrating 
neurodiversity. 

Lastly, neurodiversity is not a synonym for autism. It’s literally all kinds of 
brains. It’s not the next step in evolution, since neurodivergent people have 
always been here even if the people around them did not have a name for it 
and instead just ignored, imprisoned and segregated them. And evolution 
does not work that way anyway.  

Lei Wiley-Mydske (2018, para. 2–6) 
Autistic Activist, Writer, Illustrator, Community Scholar, Parent, 

and Founder of the Neurodiversity Library Movement.27 
(2018, August 25) Description of Neurodiversity 

[Facebook status] (Reprinted with permission) 

~ 
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Critical Pedagogy and Undermining Expert 

I have been looking for gaps – because these are the open spaces that inherently 

create space for something new. There is space here to connect with ideas or concepts 

that may not have been considered and discussed explicitly, and I am noticing that 

educators (and others) are responding with interest to the opportunity to consider 

disability through a critical lens. Kincheloe (2008) frames and captures the essence and 

necessity of a critical perspective for educators: 

Critical pedagogy is interested in the margins of society, the experiences 
and needs of individuals faced with oppression and marginalization. It is 
not merely interested in the experiences and needs of the students who come 
from the mythical centre of the social order. Thus critical teachers seek out 
individuals, voices, texts, and perspectives that had been previously 
excluded. Mainstream scholarship and the education it supports often drop 
the margins from consideration in order to concentrate on the so-called 
typical. Critical pedagogy, thus, amplifies the voices of those who have had 
to struggle to be heard. (pp. 23–24) 

It is important to undermine the largely unexamined ableism inherent in the 

current notion of expert (Brown, 2012a; Gillespie-Lynch et al., 2017; Sutton, 2015) 

within the pedagogies of special education and inclusion. The predominant story of 

Autistic (and other disabled people) has been too long defined by the often narrow, 

pathologized, and privileged view of the ‘expert’, which remains a largely unrecognized 

act of silencing and oppression (Bhattacharyya & Murji, 2013; Brown, 2012a; Valle & 

Connor, 2011; Yergeau, 2018). 

~ 

How Can it Be…? (September 2017) 

I completed a 5-year undergraduate degree including Professional Development 

Program in Education (PDP) at Simon Fraser University (SFU). 

I completed a two-year Graduate Field Studies Program: Teaching for Diversity, a 

program that laddered into my Master’s degree in Educational Practice, which I 

completed with a focus on supporting educators in understanding the experience of 

Autistic students, and inclusive practices for supporting development. 
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For two years following that, I worked as a mentor and part of the instructional 

team for SFU’s Graduate Diploma Program: Supporting Diverse Learners in partnership 

with a Metro-Vancouver school district. 

I am about to begin my 31st year of teaching… and I have been an inclusion 

resource (special education) teacher working with students with disabilities for 9 of those 

years… 

 And I am at this place – and wondering… 
  How can it be? 
   How can it be?!? 

How can it be that only when I was working at the doctorate level did I encounter 

the field of disability studies (DS), and more specifically, disability studies in education 

(DSE)? And how can it be that my introduction to DSE has been though my disability 

rights activism alongside other disabled people, rather than through a professor, or a 

course syllabus? 

One would imagine that an educator in any other field would be well versed in the 

history of the particular group of people they were working with or teaching about. 

Ideally, we would understand the history, and would have critically examined 

concepts/assumptions/structures that contribute to oppression or discrimination. As 

educators, we would understand the much-needed resistance to marginalization and 

oppression experienced by disabled people as situated in the human rights or social 

justice movement, and they would support students in understanding such biases and 

factors as a part of the context. 

This has not been my experience as a teacher working with disabled students. 

Imagine a Women’s Studies program ignoring the history or oppression of 

women, and the context of the women’s rights movement and feminism and all the 

intersectional aspects of gender and class and race and bodily autonomy and other things 

entwined to create context. Imagine excluding the experiences of women – or dismissing 

them as merely anecdotal… and then… imagine that such a program is only taught by 

men. 

When you can bring yourself to imagine this scenario – then you will be in a place 

to better understand the need to reimagine and reframe the model through which 

disability is viewed in our schools – and beyond into our communities. 
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When teachers (and others) are provided a different lens, a critical lens, through 

which to understand the experiences of disabled people, then we are positioned to see 

them as valued members of our community who are the experts on their experience, and 

whose expertise must be drawn upon and included to inform our pedagogy and our 

practice. 

Disability studies provides a way to critically view disability as a social 

construction where the primary problems of disabled people are the result of social 

conventions and not deficit. It explores the history of disability and the disability rights 

movement, and includes counter narratives of disability and stories of resistance. 

As disabled students begin to understand that they are situated within such a 

movement, they can understand their experiences in the context of a complicated history 

of systemic oppression and the resistance to these systems. Our students can begin to see 

themselves as another chapter of a longer story – a story that includes them, and they are 

then positioned and empowered to author their own.28 

~ 

Encountering Disability Studies 

When I encounter the field of disability studies (DS), and more specifically, 

disability studies in education (DSE) something shifts for me. DSE provides me a lens 

with the potential to connect disability rights activism with educational pedagogy, 

centering the experiences of disabled people who have struggled to be heard. 

DS is based upon critical theory and activism, and focuses on disrupting the 

medicalized model of disability (Barton, 1996; Linton, 1998; Walker, 2012; Valle & 

Connor, 2011; Ware & Valle, 2010). In the words of Longmore and Umansky (2001):  

The new [sic] academic field of disability studies has arisen in response to 
the medical model’s deficiencies in explaining or addressing the social 
marginalization and economic deprivation of many people with disabilities. 
Disability Studies takes as its domain the intricate interaction among 
cultural values, social arrangements, public policy, and professional 
practice regarding “disability.” (p. 12) 
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Grounded in critical theory, DS pushes back against the pathologized or 

medicalized model of disability (Linton, 1998; Valle & Connor, 2011; Ware, 2011). 

There exists an enormous and relevant body of work in the field of disability studies, and 

in particular, disability studies in education (DSE) that informs the teaching field, but the 

activism and disruption of current notions of disability inherent in DSE (Broderick et al., 

2012; Smith, 2013; Ware, 2011) appears to have only haphazardly made the jump to 

teacher education in British Columbia (BC).29 

I am influenced by the work of scholars and writers (both academic and 

community-based) such as Phil Smith, Corbett O’Toole, Emma Van der Klift, Norman 

Kunc, Linda Ware, Simi Linton, Jann Valle, and Alicia Broderick (and many others)… in 

the field of DS and DSE, who call me to look at my own practice. 

~ 
A project of disability studies scholars and the disability rights movement 
has been to bring into sharp relief the processes by which disability has been 
imbued with the meaning(s) it has and to reassign a meaning that is 
consistent with a sociopolitical analysis of disability. Divesting it of its 
current meaning is no small feat. As typically used, the term disability is a 
linchpin in a complex web of social ideals, institutional structures, and 
government policies. As a result, many people have a vested interest in 
keeping a tenacious hold on the current meaning because it is consistent 
with the practices and policies that are central to their livelihood or their 
ideologies. People may not be driven as much by economic imperatives as 
by a personal investment in their own beliefs and practices, in metaphors 
they hold dear, or in their own professional roles. Further, underlying this 
tangled web of needs and beliefs… …is an epistemological structure that 
both generates and reflects current interpretations. (Linton, 2006, 
Reassigning Meaning, p. 162) 

~ 
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DSE and Teaching in British Columbia 

In the teacher education programs offered at British Columbia’s public 

universities, pre-service teachers in BC commonly receive minimal instruction in the area 

of special education and even less (at least, that I have yet to uncover) through a critical 

lens offered through a DS perspective (P. Richardson, personal communication, June 23, 

2020).30 

Although I have been teaching for more than 30 years, and have also worked as a 

mentor and part of the instructional team for SFU’s Graduate Field Studies program 

(Supporting Diverse Learners – SDL) it was not until I began to branch out into very 

specific academic and activist areas that I became aware that disability studies (DS) and, 

more specifically, disability studies in education (DSE) existed. Given this unforgivable 

gap in my education, I have since sought to remedy this oversight and inform my practice 

with the critical perspectives and immense body of knowledge in the field of DSE and 

now look for opportunities to share these ideas with others. 

DSE is not new and the concepts are not uniquely mine, originating in the late 

20th century31 with the scholarship of Linda Ware, Doug Biklen, Jann Valle, Beth Ferri, 

David Connor, Susan Gabel, Alicia Broderick, to name but a few. However, the ideas of 

DSE are not those that have been commonly drawn upon in teacher education programs 

in BC, or promoted in/by the British Columbia Teachers’ Federation (BCTF), or that I 

have seen reflected in general attitudes and assumptions about disability and disabled 

people, in classrooms and beyond into our communities.32 

I am now working to interweave my scholarly exploration with my lived 

experience and my commitment to social justice, and I am finding that I am positioned as 

an educator in a way that allows me to work with others to create change. Working 

toward connecting the idea/concepts of DSE with the community within which I work is 

an integral element. 

I am an activist – and this work is political. 

  I am here to change things up. 
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~ 
It is critical that educators recognize that the limited view special education 
presents in professional preparation wholly misrepresents disability as it is 
lived in the twenty-first century. Educators must be encouraged to probe 
further into the ways they have come to understand disability in their own 
lives and without the self-recrimination that can lead to rejection of the 
complexity in understanding disability experience as varied and layered. 
(Ware, 2008, p. 577) 

~ 

Casting a Shadow and Shifting Relationships 

These past months I have been sinking again into Goldberg’s (2005) Writing 

Down the Bones. My breath is almost taken away with the way she so lovingly talks of 

writing – and I am humbled by her ability to so deftly capture another layer about what it 

means to be living as a writer: 

Writers live twice. They go along with their regular life, are as fast as 
anyone in the grocery store, crossing the street, getting dressed for work in 
the morning. But there’s another part of them that they have been training. 
The one that lives every second at a time. That sits down and sees their life 
again and goes over it. Looks at the texture and details. (p. 53) 

To be honest, as a writer I frequently feel that I am living waaaay more than 

twice. I am a Neurodivergent educator, disability rights activist, a doctoral student, and I 

am also mother of an Autistic (and otherwise Neurodivergent) son. I am deeply conscious 

of the shadow I might cast (Forster & End, 1978), and of ensuring I leave space for my 

son (and others) to tell his own story. However, as I have been moving forward in my 

scholarship, I have been asking: what is my story and how has the experience of parenting 

my son cast his glorious shadow back upon me? 

My relationship with disability is continually shifting – so much so that I never 

seem to get my footing. I am learning to be comfortable with being uncomfortable and 

allowing feelings of discomfort to be indicators of when and where there is something 

more for me to uncover and understand. My discomfort is a useful indication that I need 

to step back to listen and observe what others are saying and doing, and it is a reminder 

that I could easily become an interloper of sorts. I move with sensitivity and I am mindful 
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of the steps I take, the space I occupy, the shadow I cast, and the enormous privilege 

afforded to me. 

I have a complex relationship[s] to/with/in disability that include a variety of 

perspectives, and influence the way I am navigating my inquiry. I don’t experience from 

the perspective of a singular identity, and calling upon varied forms of expression, 

including /writing (both poetry and prose) and other artistic forms or arts-informed and 

narrative inquiry, work to liberate my exploration of the multiplicity of perspective and 

identity. The importance of this work lies in how including the deeply personal reveal 

and disclosure and examination of disability (and of passing privilege),33 in my doctoral 

inquiry and research has become an act of both empowerment and resistance (Linton, 

1998; O’Toole, 2013). 

~ 

We cast a shadow on something wherever we stand, and it is no good 
moving from place to place to save things; because the shadow always 
follows. Choose a place where you won’t do harm—yes, choose a place 
where you won’t do very much harm, and stand in it for all you are worth, 
facing the sunshine. (Forster, 1908/2016, Chapter 15, para. 31) 

 
Image 6. Sketched boat casting a shadow (drawing). 
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Claiming Disability 

In the fall of 2016, a teaching colleague looked at me in response to my use of the 

word disability to refer to myself, and queried with incredulity, “You mean you see 

yourself as disabled?” 

In that moment, I received with her query and her tone, the flash of understanding 

that in her eyes to be disabled is to be less than. I am mindful that this perception is not 

an unusual response, and as a Neurodivergent34 (K. Asasumasu, personal communication, 

July 31, 2017) person I feel a pressure to be more on the ball, more organized, more on 

top of things, because now that I have outed myself and shared my diagnosis of attention 

deficit hyperactivity disorder (ADHD), it might be possible for others to use that as a way 

to question my competence. 

It is a liability… and a vulnerability – I get that. 

And yet, if I do not claim my disability as a part of my experience and identity, 

then I miss an opportunity to bring disability into my workplace and my interactions with 

colleagues and educators, in a way that shows that though my neurology may come with 

challenges, is not a deficit. 

It is another way of being. 

I have always lived with this brain of mine. I have experienced discrimination based upon 

my neurology, but I was unable to see it for a lack of naming. I owned and internalized 

my experiences as shortcoming – as disappointment – and I also held the shame that 

accompanied words used to describe me, like lazy, disorganized, irresponsible, or 

procrastinator. I came to claim those words as descriptors, and held the weight of them as 

a proclamation of my deficit and a negative reflection upon my commitment to follow 

through with tasks to completion, or to keep things organized in conventional ways, and I 

carried this as an ethical or moral shortcoming.35 

In retrospect, I far prefer the label disability, particularly when I consider it in 

within the context of the social model of disability (Shakespeare, 2006, 2010), which 

asserts that disability is a normal part of the full range of human experience (Linton, 

1998; Zola, 1989). 
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~ 
Maybe, like me, your mind begins to wander as your eyes internally roll and 
antennae go up searching for an easy segue into something else but always 
having to be the teacher and less often the student enjoying the scenery. And 
maybe more often than not you run with the tired routine, half-chuckle, and 
count how long the exchange will last. You probably forge ahead and tell 
the back-handed complimenter that disability is in fact an identity-marker 
beyond medical diagnosis and not an indictment. That it incorporates pride, 
yes pride, culture, political movement, and history. 

You might expound further telling them that many of us are fond of 
exercising creative control in telling our own damn stories from our lived 
experiences. We need more depictions beyond sadness and supercrip; we 
need to be shown in nuanced and meaningful ways across the media 
landscape to get absorbed into the collective consciousness. If you’re 
feeling especially energetic leap into letting them know that “DIS” prefix is 
not only “not” and “un” but has a Latin and Greek derivative meaning “duo” 
and “two” hence *another* way of doing and being in the world. 

Heather Watkins, 2017 
When Disability Meets Apology [Web log post] 

Slow Walkers See More 

~ 

My brain is not broken. It is perfectly functioning as a Neurodivergent brain with 

the busy, swirling, multiply focused, no-lid-in-sight, synapses-firing-at-hyper-speed, 

creative imaginings that give wings to amazing possibilities. 

However, I found that there were complexities I hadn’t anticipated in digging into 

my own disability. Digging down further – there is pain. There are times when I cannot 

seem to talk about identifying as disabled, particularly in relation to my chronic pain and 

health condition(s), without the intensity of my feelings leaking from my eyes. I am not 

certain what this reveals about where I am currently situated – only that it is a process 

that is deeply emotional. 
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Channels of random directions 
winding 
 crisscrossed 
weave the knotted fabric  
of my messy brain 
 
I love those moments 
when the zing of thought 
the pull of the unsolvable 
the lure of creating art 
poetry 
reveals 
the connectedness of things 
seemingly unrelated 
 
Like stars lighting up,  
a familiar constellation 
light-years apart 
becomes pattern 
 
As thoughts buzz and spin 
as I riff on words and sounds 
and twisted tangled thoughts 
possibility unwinds 
unfolds itself 
in surprising ways 
 
My mind needs time 
to soak in thought 
notice the minutiae 
and it is not easily reigned in 
to focus on what others might require 
 
I used to see this as deficit 
I internalized 
“lazy, disorganized, procrastinator, forgetful…” 
I am learning to silence this voice 
 
I reclaim my body/mind as whole and unbroken 
nourish it with the pace 
and place 
 and space 
to re-member my authentic self 
 
 

August 8, 2016 
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Research as Embodiment: Disclosing Disability and Casting Off 

My research is an embodiment of my experiences of disability, in my multiple 

roles, and also as someone who identifies as being Neurodivergent. I have been curious to 

explore ways in which the structure of my inquiry can run parallel to, or mirror my 

experiences, in a way that reflects another layer of meaning. 

Locating myself in this work in a deeply personal way is a process of uncovering 

and considering privilege and ableism,36 a term that refers to discrimination and social 

prejudice against people with disabilities, and exploring how and why doing so is painful 

for me… but also liberating. Including the exploration of the act of disclosing disability 

(Kerschbaum, 2014; Linton, 1998; O’Toole, 2013), as both an educator and a scholar, 

and how/why identifying as disabled, is an important aspect of my scholarship. 

~ 
In December 2018, I spoke to the cohort of elementary and middle school 

preservice teachers at the University of the Fraser Valley as a part of their Special 

Education course. I shared that I identify as disabled, and disclosed my Neurodivergence 

(ADHD, sensory processing, etc.) and arthritis/autoimmune/inflammatory/chronic pain. 

Discussing my own experience of disability is an opportunity to open the conversation, 

model disability pride, and given the privilege I experience (including nondisabled 

passing privilege); it is also a responsibility. 

Disclosing disability creates the opportunity to share the accommodations I 

require. Making visible the supports I use becomes a demonstration of the right for 

myself and for others to take up space and unhide and be supported to have access to 

participating in different ways. I shared that I would be reading some of my presentation 

– that it was scripted – so that I would stay on track. I also shared that explicitly 

addressing how this was a support related to my diagnosis of ADHD made me much 

more comfortable than feeling I somehow had to hide my script. I could relax and be 

authentic. I have now made disclosing my disability and having a script by my side a part 

of my practice each time I present; it is a way of bringing disability into the room and 

making it visible. 
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Outside of these encounters, I have observed that teachers typically don’t talk 

about being disabled, and frequently cannot even say the word disability without 

discomfort. Disability has historically been the sole domain of the special education 

teacher in a way that distances general educators from understanding the normalness of 

such an experience (Linton, 2006). Most of us, if we are fortunate to live long enough, 

will experience disability in ourselves or someone close to us. At a societal level, we 

have been wrestling with or even lacking the language to talk about disability beyond the 

pathologized conceptualization of loss, decline, tragedy, or an inspirational overcoming 

(Asasumasu, 2011; Clare, 2009; Sinclair, 1993) of adversity. 

However, when I disclose my own experience, I create a space to talk about 

disability differently and somehow narrow the gap or the distancing from other. 

Invariably there are people who approach me during the break or after a presentation who 

seem liberated to share their own experiences. Many times, teachers (and pre-service 

teachers) have expressed to me that they are grateful to have words for something they 

have not previously discussed. 

~ 
One significant benefit of public disclosure is to challenge the shame 
typically associated with identifying with disabled people. Many people 
fear becoming identified with disability (Hollis, 2013). 

Disability Studies scholars choosing public disclosure of their relationship 
to disability symbolically demonstrate the positive value of the disabled 
experience – most especially when the person disclosing appears to be 
nondisabled. 

This shakes up the perception that disabled people are easily identifiable 
and undesirable. It also expands the number of people discussing disability 
in positive and informed ways – much like the ways that gay rights 
conversations spread when non-queer people publicly state their 
relationships to LGBTQ people. 

Ableist privilege is so pervasive that it’s hard to imagine the world without 
it (Siebers, 2008). Public disclosure of relationship to disability increases 
the number of people discussing and identifying disability oppression. 

Corbett O’Toole (2013, p. 11) 
Disabled Activist, Writer, and Disability Studies Community Scholar  
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~ 
Because I am able to pass as nondisabled 

 I think of disclosure as unpassing… 

  as emergence… 

  becoming… 

~ 

 

Our Stories are Openings 

There is a feeling of risk and vulnerability inherent to my disclosure, but there is 

also a commitment, and a feeling of certainty that disclosing disability is an important 

part of my scholarship and my practice, and that it must be included in this work. 

Writing about my experience reveals the unexamined narratives of shame I have 

carried, in particular with regard to my Neurodivergence, creates an opportunity for 

reframing these from a perspective that is not deficit-based, but rather, situated within the 

social model of disability37 and the neurodiversity paradigm38 (McLaren, 2014; Walker, 

2012; Walker & Raymaker, 2020). I am still considering alternative perspectives in order 

to understand and respond to disability and disabled children/students/people in our 

schools, homes, and communities in ways that honour who they already are. 

We can resist narratives that are imposed – that suggest disability is other or less 

than – and then we are free to write our own stories in different ways. We can disrupt 

current disability pedagogy and concepts such as inclusion, by insisting that they are 

inclusive of the stories of disabled people. 

DSE scholar, Dottie Bossman (2015), writes of her experiences as a disabled 

teacher, asserting that stories like mine matter, with her observation about the lack of 

stories that frame disability in “more than myths and unrealistic stereotypes” (p. 91). She 

shares that if she had known real stories of disabled people who did not do something 

incredible, her own experiences would have been less isolating: 
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If I had known stories of disability that “talk back to the dominant scripts 
and point to a more embodied form of social critique” (Ferri, 2011, p. 2279), 
I might not have deemed my inability to embody an ideal as a personal 
failure. (p. 91) 

I cannot help but wonder about the way my experiences, too, would have been 

different if I had been surrounded by different stories. Would I struggle so with 

internalized ableism?39 Bossman articulates, “we need better stories…” (p. 155) and I 

concur. She elaborates, weaving her experience with the work of Simi Linton (1998), in 

speaking to the importance of such stories. 

Even if the heroic ones [stories] are seductively heart-warming. Such tales 
would include a “voice that speaks not of shame, pain, and loss, but of life, 
delight, struggle and purposeful action. Writers are needed who can 
demonstrate that success in terms of disability is more than a personal 
triumph over physical adversity; it is a life that consciously reckons with 
the social forces that oppress and control.” (Linton, 1998, p. 113) 

~ 
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Release 
 
compression 
closeted things 
tightly held 
tightly clothed 
and discreetly covered 
are opened up 
let out of the bag 
 
as things fall 
 
  apart 
 
    unfastening of separate parts  
    disclosure as shedding 
    as cocoon emergence 
 
undressing 
reveals the whole self 
contained within 
 
  dis/clothes/sure 
 
natality 
 of becoming 
  undone 
 
   is also the undoing of silence 
 

 
 
 

July 22, 2016 
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“Education,” says Bossman, “could be a field that includes – and empowers – 

these kinds of middle voices and this kind of truth-telling in its curriculum and practices” 

(pp. 155-156). She explains, “…the voice of the wounded storyteller – my voice in 

particular – would be part of the necessary act of dismantling the systematic distortion, 

marginalization, and segregation of disability.” As an education researcher, with a deep 

understanding of DSE, Bossman is clear that her experience, and that of many disabled 

people, “could bring into focus the problems these divisions create for all of us. My kind, 

a disabled scholar/researcher/teacher, can offer a clearer, more complex, picture of 

reality” (p. 157). 

I feel Bossman’s words as a call: that my journey as a disabled person is a story 

that matters. I have carried these stories with me, very often in unspoken ways, but 

written or not – they are there. It is my hope that my stories might offer a way in for 

teachers (and others) to envision disability from another angle or perspective: an opening 

for them to explore their own relationship(s) with disability, with their students (and 

others), and possibly within themselves. 

~ 
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Arrival Three… Sinking Down and Drifting Up 

Neurodivergence, Poetry as Praxis, and The Ugly Chair 

 

 
Image 7. Sailing on the Ugly Chair – Neurodivulgence (multimedia). 
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I recently wrote to a friend: “Our energy ebbs and flows… and for us that is a 

natural thing. We need to be responsive to our own resources (or lack thereof) and 

support needs, and leave enough of ourselves to be of use to those we support in our 

lives. Sometimes we go like we’re on fire… and sometimes having a shower is a win.” 

I am still learning to understand that this ebb and flow of energy is natural for me 

– and I can reject the ableist messages that I have internalized around what I have come 

to describe as my intermittence. Though I’ll admit, I find that positioning easier to say 

and to write about than to actually do. I am making my way, as reflected in my personal 

writing and my poetry. 

~ 

Sinking down… Drifting up (May 2013) 

My husband is gifted with music. 

As I contemplate my blank screen… I hear the lovely tones of the piano drifting 

up the stairs from the basement. Craig the Amazing is working out a few chords. My 

husband is a jazz percussionist – mostly he plays drums – but he has been working on 

transcribing pieces for the vibes, like Killer Joe, that he will play, amongst other works, 

as a part of a second tribute to Milt Jackson and Ray Brown later this month. 

As he works… I hear the piano. I hear the runs – and then the breaks as he pencils 

in the notes. A brief silence… then more beauty drifting up to me. 

I lift my focus from my writing… I listen more closely and am awed at the 

intricacy of what he is able to do – seemingly so effortlessly. The feeling in the music… 

the tone… the movement… drifts up to me and I feel the need to breathe it in and 

appreciate this wonderful man. I am grateful for his music. To me it embodies the beauty 

of who he is as a person. 

Later he is working upstairs on the computer. Now, he is transcribing Dizzy 

Gillespie’s (1957) Birks’ Works. At the keyboard, I hear the clicking of the keys and the 

sometimes-sigh of his concentration. 
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I occasionally talk to him when he is there – in that place – but I shouldn’t. He is 

deeply focused, and if I interrupt his thought, I will only get a slightly unfocused 

response to a half-listened-to query. 

It is like a stopgap measure to brush away an annoying bug. I get that! Craig and I 

are the same in so many ways. When I am deeply engaged in my own thoughts or 

favourite activities – I do not want to be pulled to the surface for either air or 

conversation. I am deeply absorbed – and then it takes me a while to bury myself back 

into that place or thought: the sweet spot of my focus or processing. 

I was describing this to Craig: 

It is like diving for a shiny stone: taking a deep breath and swimming 
down… and if you can just reach it… you can get it. But if you have to 
swim to the surface for another breath – or a conversation – you have to 
sink back down to search again for that stone – and having shifted your gaze 
– you may never find it again… 

Sometimes drifting up is hard indeed… 
 … splitting of attention… 
  … shifting of gaze… 
   … alteration of focus… 

~ 

Disrupting the Process and Creating Space 

I am holding my questions with me on my journey – resisting the urge to think of 

my inquiry as an answer of sorts. A critical element has been disrupting the formalization 

of the process, enabling me to navigate my research with attunement to my own 

neurology and way of being. I am working (still) to create the space to liberate myself 

from the feeling of imposition of requirements or a product-oriented stance so that I can 

remain unfrozen and string together unexpected things. I am deeply committed to the 

creative aspects of my inquiry process. Freeing myself to explore my winding thoughts 

and wonderings and lofty goals is how my work will find its way to be beautiful, 

accessible, and of value. 
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I can be transported when I am completely absorbed in the creative process of 

writing and drawing and I am coming to trust my own rhythms. My art is a way to 

express ideas, experience, and wonderings: sticking them to the page or another 

representation that creates tactile, visual, auditory or sensing form. The process is an 

entrance into understanding and seeing from another angle. 

In art we recognize ourselves and we see reflected the story of our own 

humanness. Art is deeply, deeply about ourselves, but brought into the world and shared 

in ways that allow others see their story in ours. Back and forth, back and forth – we find 

connection as we decorate our lives.  

I long to feel 
the pencil in my hand 
crisp hexagon edges 
Staedtler blue 2H 
sharpened to a finepoint 
 
The not-quite-silent 
touch of possibility 
awakens my fingers 
welcomes the arrival 
 
just so… just so 
as it casts an image 
upon the waiting space 
nuanced shading 
measured 
 
line… shape… form… tone 
 
brought into being 
etched upon the page 
graphite poetry 
 
 
 
 
March 15, 2019 
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My best work does not emerge from a process that is product driven: my best 

words and ideas are written hastily on the back of a receipt, or scrawled on a scrap of this 

or that. Or often times it is something I said in witty moments as I kibitz around, because 

in my humour can lie my wisdom and things that are true for me. Or sometimes it is in 

my poetry – which for me is a way to toss the editor from my shoulder and get to the 

essence or the essential aspects of a thing (Ladkin, 2005). I need containment, but I also 

need space to craft a lyrical narrative that weaves together surprising things: a story that 

is my own. 

 

~ 

 

Stories and poems, rather than denying the multiple, complex, and chaotic 
natures of human existence, assert them, place them at the center 
(Kociatkiewicz & Kostera, 1999). In poems and stories, the relationship 
between writer and written, researcher and researched, knower and known 
is a relationship that is never taken for granted. 

Phil Smith (2001, p. 385)  
Inquiry Cantos 

~ 
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The Ugly Chair 

I had an old chair – a vinyl wingback chair – burgundy – that I had wanted to 

paint for longer than I know. It seemed a ridiculous notion… 

But my mother bought me two new matching chairs… and the ridiculousness 

lessened… and then faded away… replaced by possibility… 

 
Image 8. Old Vinyl Chair in the back yard (photo). 

I felt the call of making, and in the winding summer days of early August, I pulled my 

ugly chair out upon the backyard grass – and rubbed it down with gesso – to prepare its 

surface for r/emergence. 

~ 
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I cover my hands 
with white gesso 
rub the worn outside 
every crack and pleat and overstuffed curve 
preparing the surface to hold something new 
I hold the possibility of transformation 
 
in my imagination 
 
there is potential 
not to be discarded 
 
preparing a canvas 
to hold something new 
 
in my garden 
 
resting on the summer grass 
renewing the skin 
to honour the strength of old bones 
that welcome my palette 
anticipate 
brush strokes 
words 
 
art 
poetry 
in the comfort 
the welcoming 
the celebration 
of the wobble in the legs 
 
understanding that things are whole 
valuable 
perfect 
being perfectly 
what they are able to be 
in this moment 
 
 
 
 
August 6, 2016 
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I suppose it is a moment 

where I have come to see the chair 

for the first time – and we have both 

been somehow renewed. 

 

I covered the chair with 

gesso. I dragged it down the 

backstairs and into my August 

garden, and there, with the bees in 

the sun-dappled shade of a maple 

tree, I reclaimed space and form and 

an appreciation of old bones as 

valuable – just the way they are. I 

have created a canvas upon which to 

write my poetry. I begin to [re]cover 

it with pattern scribed in various 

fonts and sizes. 

 
Image 10. I covered the chair with white gesso (photo). 

Image 9. Transformation –preparing the canvas (photo). 
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It sits now – in the corner of my office.  

It takes a lot of space. 

I like that. 

 

Sometimes the Ugly Chair is the repository of all the things I don’t know what to 

do with in the moment. It seems each surface of my little office has been forced into a 

similar service. I am in an endless torrent of paper and bits: a tumult of items awaiting 

evaluation of their importance, as I eye up the potential of a particular thing, spinning it 

in my imagination, considering whether it should be discarded or homed, or honed. And I 

am busy, and have my fingers in 

so many different colours of 

paint, so things get dumped. 

 

Of necessity – piles get created – 

rifled through as need arises – 

eventually sorted… eventually… 

 

Maintaining a system of 

organization is a challenge for 

me… but the Ugly Chair is 

sentinel amongst my piles of 

stuff to be sorted and my world 

of soooo many books, and 

paddling gear. It is with me, a 

partner to this work – a surface 

calling for another inscription of 

patchwork verse – an encourager 

– solid and reliable. 

  
Image 11. The Ugly Chair – Sentinel (photo). 
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I have lugged the Ugly Chair 

from the valley to the university twice, 

and I am imagining and anticipating that 

it will continue to accompany me – 

awkward and beautiful – both – as I 

make my way through my doctoral 

journey. 

The chair – because clearly 

lugging an awkward chair is not enough 

of a testament to my commitment to the 

artist part of me – seems to have 

acquired a committee of its own. And of 

course, why not? 

It also makes complete sense 

that my inquiry should also have a sail with a mast of wild cherry wood that I have cut 

and hauled from the interior of BC, and a boom of the same, crafted into a giant replica of 

one of my son, Harrison’s, fabulous carved wands. 

 
Image 13. Leah, the Ugly Chair, the sail, and a wave of books – Comps presentation (photo).  

Image 12. The Ugly Chair at SFU (photo). 
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~ 

The Ugly Chair has become an ongoing exploration of my complicated 

relationship with my body and my experience of disability, as both neurodivergence and 

chronic pain and inflammation. I began my work with the chair as an additional aspect to 

my inquiry, but it has been revealed to be more central to my work than I had anticipated. 

As a researcher I am curious to consider the complexities of revealing or disclosing 

disability: the potential liabilities, vulnerability, privilege, and the concept of passing, and 

pain and shame, and coming to understand my relationship with my own body and mind, 

and how disability as an integral part of my identity. 

~ 

The Ugly Chair is a canvas, upholstered in a pattern I have come to recognize as 

poetic: a call to languaging experience in new ways. 

~ 
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The Ugly Chair 
 
If you sit with a thing long enough  
you can get to know it deeply 
depending on your willingness to feel 
the wobble in the legs 
the stickiness of the arms 
the cracked finish 
This thing could be tossed aside 
or appreciated 
A palette 
A place to sit and ponder the mundane 
to consider the poetry that exists in the every day 
and how this can be transformative 
This is how this old chair 
becomes art 
 
 
 
 
June 5, 2016 
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Image 14. The Ugly Chair in the autumn in my backyard (photo). 
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Arrival Four… The Person Who Arrives 

Stories & Counterstories: Radical Acceptance as Disruption 

 
Image 15. Typewriter: Whose story is this… anyway… (photo). 
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Whispering Autism 

When I embraced radical acceptance – I stopped working against my son. 

I would love to claim that there was a pivotal moment when I realized that I was 

not alone in resisting the idea that there was something wrong with my kid… but the 

reality is that there was not a time when I arrived. I did not experience a moment when 

everything changed – my change was gradual as my understanding grew. And when I 

discovered I was wrong – again – I was curious, I listened – and did better. 

I have still not arrived. 

I understand that I never will. 

I remember when Harrison was about 7 or 8 and I was learning more and more 

about autism from perspectives that were less pathologizing. At that time, I fiercely held 

that if I could take the autism out of my child – I wouldn’t. I understood that autism 

wasn’t a coat of paint upon him, but was a part of who he was through and through. I 

would declare with passion, “I wouldn’t change my child for the world – but I would 

totally change the world for my child.” 

I recall that we were visiting my parents at their cottage in the interior of British 

Columbia, and I was talking to my father about something to do with my son. I don’t 

remember the topic of conversation, but my father’s words of observation are still vivid – 

and something I have carried with me. I expect that I was educating my parents and 

speaking strongly of acceptance and how Harrison’s brain works differently… 

And my Dad observed: “I am noticing that each time you say ‘autism’ in our 

conversation – you drop your voice and whisper it. I am wondering about that…” 

And he was right: I was still whispering autism into the room, like a delicate 

subject, like avoiding the hushed whisperings of imminent death around a dying person. 

My father had a way of bringing things into focus with a few words. He could 

shake up what I held to be true with an observation – and let it sit – trusting me to make 

sense of it. He was brilliant at holding space and creating openings for others to make 

connections and find new understandings. 

I was taken aback. I remember feeling a brief flash of resistance and 

defensiveness, but I pushed it aside. I realized that I had been speaking autism into my 
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son’s life with shame, and that I had to raise my voice and speak it with acceptance and 

pride. 

I have never forgotten this moment. 

~ 

The Journey Toward Radical Acceptance 

It is important for me to explain that my journey to embrace radical acceptance 

has been a process. I didn’t just arrive at this place: I have been making my way, just as I 

continue to make my way by being open to new ways of understanding. As educators 

(and parents), we also need to be open to the reality that there will most certainly be times 

when we do not do things perfectly. Just like we can give our students the room to 

develop and make mistakes, we also need to do this for ourselves. It is then that we also 

offer our colleagues, ourselves (and others) the space, or permission, or opportunity, or 

perhaps gentle encouragement to ask: What might be possible if… ? 

~ 

A Conversation with My Dad: Buffers, Limits, and Approximating 
Perfection (December 9, 2012) 

I have at times found myself stretched thin; a brittle husk of stress – somehow 

hollow and too full at the same time. I have felt this stress with my work as an inclusion 

resource teacher, I have felt it as a parent, and I have felt it as an activist. 

I feel it lately: the heavy passive cloak of almost immoveable floundering. I have 

felt wrapped in the sticky temptation to give up… 

The best advice I’ve had is from my dad. It is almost a year ago now when we 

spoke – well… more like he spoke and I tried to capture his words… (and, admittedly, I 

cried a bit too). I think of his words regularly – at intervals – like breathing. I think of his 
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words at times when I am stretched too thin. It helps me step away from heaviness. It 

keeps me stepping ahead… and moving forward. 

Upon my questioning my competency and feeling overwhelmed… 

“Leah… the needs of the system will always be more than you can handle – but 

you need to know that you are making a difference. It is like the moth to the flame: you 

are so drawn to helping others and to making a difference that you risk burning your 

wings. The flame is a reality – and one that you cannot change – but you need to be 

aware of your limitations – for without your wings you can no longer fly. 

It is often useful to look deeply within to examine our professional goals and 

drives and to have high expectations – but we can’t set the expectations such that they are 

the sword upon which we must fall. 

There is an ennui, or dissatisfaction, that I think continues to drive us to meet 

social expectations [or our own] that are unattainable: a belief structure… a value 

system… a life force that we seek to have, but that is somehow based on a culmination of 

ethic and do-good-ism. I think it leaves us with an emptiness – it leaves me with an 

emptiness that sometimes feels negative – but in my darkest moments – has just left me 

feeling wanting… and unable to meet the expectations or needs being placed upon me. 

We can be driven to that point where the search for professional satisfaction and 

excellence is incredibly elusive. My advice to you is it is important to be happy with an 

approximation of success and an approximation of excellence. 

We live in a society where poverty, stress, intolerance and misunderstanding are 

endemic, and the expectations placed upon many professionals are impossible to meet. 

We begin to believe that we as individuals can take on a job that will solve the 

problems… but sometimes the problems are being created at a rate that is faster than we 

can solve them even at our best. 

Our drive for professional excellence and personal achievement at our profession 

can create a set of traps which we can’t avoid. The number of people who are needing our 

assistance continue to grow, and at the same time, the variation in their needs changes 

faster than we can keep up with them due to the social conditions, or greater systems 

issues. 
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Looking after the team [I was the coordinator of the disability inclusion 

department at my school at the time] – helps the students and their families. If the team is 

functioning well this serves families better. Supporting the teachers is part of your job. 

Supporting families is your job. Supporting your students is your job… and working 

within the system to make it better – more effective, is your job as well. 

It is important to be a rationalist so that not to get caught up in the over-

emotionalization of the problems created in our culture and society. If you understand the 

logic of cause and effect related to basic functioning of capitalism you will also 

understand that there will, of necessity [or an intrinsic design flaw], be victims of that 

society and culture. The variable that exists is the willingness of society to render 

assistance to those of need… or not, and this affects everything from the social welfare 

system, the mental health system, right through to the education system. [Here my dad 

chuckles ironically] The best we can do is patch it up. It is frightening… 

Leverage your energy – your influence – your passion – to improve the system 

where you can. I am proud of you! 

Now you should say: ‘I am so lucky to have such a fucking smart father!’” 

I concur. 

And he added with a smirk that I could type the end, and suggested that I could 

edit at will… and I was left feeling understood, lighter, and somehow cleansed! 

I carry a simplified version of my father’s words with me in my head: 

My dad tells me that the needs of the system will always and with certainty 

outweigh my capacity to meet the needs of the system, and that within that 

structure I have three choices: 

1) Give up – and stop caring – [and ultimately be of no use to anyone] 

2) Burn myself out trying to do it all [and ultimately be of no use to anyone] 

3) Work toward an approximation of perfection within an imperfect system 

– and be able to say… ‘that is what I did today and I tried my best…’ 

and slowly… step by step… be a part of what makes things better… 

When I think about limits and self-awareness in terms of self-advocacy for my 

son Harrison, and for the students with whom I work, and for my friends who are Autistic 

adults, I can’t help but notice that the skills they need are the same ones for all of us. All 
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of us need to develop understanding about when we have reached capacity, where to set 

our limits, and when to employ good enough thinking within an ever-hopeful framework 

of change. 

   It is not easy… 

     It is far from perfect… 

        Next steps… 

 

Over time, I have learned about supporting the development of Neurodivergent 

and other disabled children as they transition toward adulthood. My experiences have 

taught me about being sensitive and knowing when to step back and trust to time… to 

development… to growth… because this too is radical acceptance. It is also about how 

we are changed anew and with each encounter, and that there are necessarily relational 

shifts as children (and all people) grow and develop. It is an opportunity to again ask: 

How do we respond to the person who arrives? Such a query relates to Hannah Arendt’s 

notion of natality (Arendt, 1958; Fels, 2010), because welcoming this child, this 

unexpected person, and radical acceptance, are connected and related to who I am and 

how I am affected in this encounter. It is a moment of natality… which brings forward 

the question: Who am I when this person arrives? 

~ 

Those of us who are present in the moment of your arrival in our midst are 
taxed with a great responsibility. What is the nature of our encounter – 
social, cultural, political, technological, gendered? What narratives unfold 
as you step midsentence amongst us? How will you perceive us? How will 
we, in the temporal haste and elusiveness of this moment, receive you? Who 
are you in our presence? Who might you become? Who do we seek to 
become in the presence of others? (Fels, 2010, p. 5) 

~ 
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A Story of Karate, Spring Soccer, and Laughter 

When Harrison was about five-years-old we enrolled him in karate classes, which 

took place in a repurposed wooden-floored building that had the feel of a former church 

or community hall. There was a tiny room with a large window opening off the gym-like 

space, which I surmised was once an area for serving up beverages or food; it had now 

become the framed space where parents were tightly corralled to watch their children 

participate. 

From here – too close to other parents – I’d watch my gi-clad son bouncing with 

barely-contained enthusiasm, aching for the opportunity to learn about weapons, and 

most likely imagining himself to be a young Jedi. He was keen to memorize the credo 

and take in any sense of ceremony or the words of his Sensei with great reverence. 

Every once in a while, he would remember I was there, encased with the other 

parents, and we would exchange a thumbs-up, Harrison and me, which translated to, “I 

see you. You are awesome.” His chest would puff out with pride and he would stand a 

little taller; a stance he still embodies in moments where he knows he shines. He would 

check and still himself with resolve to again attend and participate – which would 

probably last half a minute. 

He was periodically 

drawn by some unseen magnetic 

power to lose himself in the 

reverie of the mirrored wall that 

lined one side of the cavernous 

dojo, and those working with him 

were endlessly supportive in 

calling him back to join the class 

at a pace that worked for him. 

He brought his whole self 

to Karate class, which included 

his sparkly, focused-elsewhere, popping-up to tell Sensei something at the most awkward 

time, imaginative tendencies. 

Image 16. Harrison at Karate – age 5 or 6 (photo). 
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He was such fun to watch. I smiled and giggled at his antics, but was conscious 

that I was in such tight confinement in the holding-tank with the other parents. I generally 

contained my amusement… until it was time for the class to do jumping jacks. That is the 

point each week where my polite and acceptable giggle failed me. Harrison’s 

uncoordinated jumping-jacks looked like he was attempting to take flight – wildly 

flapping arms, combined with legs doing something closer to a counter-step penguin hop, 

struck me so funny that I often had tears rolling down my face. 

Sometimes the other parents would look at me with a raised eyebrow, as I was 

laughing at my own kid, and I would smile back at them, shrug a shoulder and confirm 

that I found my son hilarious. I knew they were watching my kid too – and by sharing my 

laughter and lightness and joy for his way of being – my irreverence became permission 

for them to join in as well. It was an invitation to step away from a critical stance of 

judgment to one of acceptance. 

I have been reluctant to tell the story about how funny Harrison was in karate and 

also the one season he played spring soccer, the year he was 8. But I laughed so hard as I 

watched from the sidelines with the other parents and my laughter created space for other 

parents to enjoy my child as well. I remember a time in the middle of a soccer game 

when he was out on the field and he reached into his pocket. I quickly confessed to the 

other parents, “Oh shit – I didn’t check his pockets.” My mind raced in that moment with 

the understanding that my child could have had anything in his pocket: a shiny thing, a 

tiny Lego sword, a piece of glass? We all watched and time slowed, as Harrison stopped 

and pulled out a small round silver thing. He hollered over to me, explaining, “I am just 

checking my compass, Mom …so I can figure out which direction to run.” The other 

parents and I shared a relieved, “Whew,” a cheered, “Yay,” and then we collectively lost 

it. The reality was – my kid was a scream – adorable and hilarious. 

~ 
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For a long time, I 

didn’t tell these stories. I 

thought it might have been 

ableist for me to be ded
40 of 

hilarious on the sidelines while 

I cheered this little guy on – 

but I know now the reverse is 

true. I could have sucked all 

the fun and humour out of 

watching the way my son 

interfaced with the world of 

sport – and not laughed 

because he was disabled and 

trying his best – and that is in my opinion far more ableist. I enjoyed my kid and in doing 

so – I made it easy for the other parents to enjoy his antics and embrace him as he was. I 

wasn’t focused upon looking for the other parents to overstep with micro-aggressions of 

rejection or criticism or negative attitudes toward my child. My appreciation and joy – 

invited the appreciation of others… and everybody loved and cheered for this charming 

and completely unpredictable child – and also laughed their asses off right alongside me. 

~ 

  

Image 17. Harrison at Soccer – age 8 (photo). 
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The Droning Boy and Other Behaviours 

A colleague asked me about a preschooler who they suspected might have some 

traits that look similar to those that Autistic people have. They described a young child in 

preschool who would make a droning noise for a couple of hours at a time. They were 

wondering like… what to do? 

My response was to query, what might happen if we assumed that that child is 

doing EXACTLY what they need to be doing? 

What if the problem is not what they’re doing – but rather that what they are 

doing is the solution to something else that is going on. 

In asking such questions, we create an opportunity to consider how an observed 

behaviour might actually be supporting the child (Donnellan, Hill, & Leary, 2013). I have 

noticed a tendency amongst many professionals and educators to look at something that 

makes little sense to us, and frame it as a problem behavior. But perhaps such behaviour 

may actually be the solution to a different problem, one that takes an approach of inquiry 

– of curiosity – to uncover. 

If it is assumed that this child is doing what they need – then it follows that there 

are other things to consider about their droning sounds. Is it at the time of the day when 

things are really noisy? Do they have auditory processing issues? Are there distractions? 

Are they doing that to tame a sense of overwhelm or to be able to focus on what they 

need when the auditory input is too much? How do we adjust the environment for that 

child? Would they benefit from noise cancelling headphones or being in a quieter place? 

And then, to query: if a student is doing a particular thing – and it is working for 

them – who cares – maybe just… let them do it? 

There is a fine balance of course – there will always be people who will ask – 

“well what about the other students? The droning (or another behavior(s)) might disturb 

them.” 

In my experience, most of the time, the other children won’t notice or if they do, 

they likely won’t care. They will look to the adults and if they are accepting, the children 

will continue with their naturally accepting stance (Avcıoğlu, 2017; Thousand & Villa 

2019; Valle & Connor, 2011; Van der Klift & Kunc, 1994). And if not – if there is a 



 

62 

difficulty that arrives – then here is a beautiful opportunity for negotiation and for 

children to work to understand one another’s perspectives and the reality of negotiating 

competing or conflicting access requirements. 

How we frame the situation, and our engagement with each child matters. 

 

~ 

There is a lot of discussion of how kids model behavior from each other and 
how a child’s peers are effective arbiters of social appropriateness. While 
this is most certainly true, we must also remember that teachers remain the 
most powerful modeling agents in the classroom. If interactions between 
the teacher and the child with the disability are respectful, the other students 
will take their cues accordingly. 

Van der Klift and Kunc (1994, p. 398) 
Beyond Benevolence: Friendship and the Politics of Help  

 

 

Many children have behaviors, including different ways they move their 
bodies in order to concentrate, or feel comfortable, that teachers or parents 
target for change, because these adults view the behaviors from a deficit-
based rather than a strength-based perspective. For example, many children 
diagnosed with autism have behavior plans aimed at eliminating 
motion/movement differences before anyone performs a thorough 
evaluation of the benefits or adaptive purpose these movements serve for 
the child. 

Mona Delahooke (2019, p. 16) 
Beyond Behaviours 

~  
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Two Little Girls (September 2013) 

Today I am at a District Student Services Training for Special Education Teachers 

and others, which is hosted in the multipurpose room of one of our elementary schools. 

There have been marvelous conversations and dialogues around supporting 

diverse learners, building capacity in regular education classrooms, the importance of 

differentiated instruction, and universal design, all within a framework of collective 

responsibility (Whalan, 2012). 

I like that… Collective Responsibility 

And then, during my lunch break, I was privileged to catch an incredibly 

profound glimpse into the wonderful culture of this inner-city elementary school… 

Collective Responsibility… 

In the hallway I overheard two little girls, who were heading out the big double 

doors for their lunch time play. I could only see the backs of their heads, but I caught a 

lovely bit of their 

conversation… 

My guess is that 

they were in about Grade 2 

or 3, and they were 

speculating: 

“I think it was the 

crowd that bothered him – 

he doesn’t like crowds…” 

“No,” responded the 

other child, “I think it was 

the noise – he doesn’t like a 

lot of noise…” 

And with that they 

were gone… 

Image 18. Two little girls heading out for recess (drawing). 
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I was only privileged to hear a tiny snippet of their interchange before they were out the 
door for their noon-time adventures… 

Collective Responsibility 
Those little girls get it! 

Collective Responsibility 
And they got it from someone… 
They got it from their school… 

Collective Responsibility 
They got it from opportunities to discuss and to imagine the experience of another… 

Collective Responsibility 
They got it from opportunities to hear the language to frame those experiences 
effectively… 

So that they understood… 
So that they extended understanding to another… and had the language to discuss it 
… and speculate… and GET IT! 

Collective Responsibility… and the potential impact that has on two little girls… and 
from there – such acceptance and understanding can grow and expand… And that was 
the best-shiny-star-beautiful-golden-hope part of my day! 

~ 

Why is there silence around disability? If inclusion is about embracing 
diversity, why are we afraid to talk about disability in the classroom? It is 
sobering to acknowledge just how much our students reflect what we project 
as teachers. Children get messages about disability from somewhere, and 
that somewhere includes teachers. If we are uncomfortable talking about 
disability, it stands to reason that students with and without disabilities will 
be too. (Valle & Connor, 2011, p. 191) 
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“Tolerance and Awareness are Nowhere Near Enough. Teach 
Acceptance, Early and Often.” 

 

Little kids take their cues from the adults around them, mostly. Teach them, 
from a very young age, that some people are not like them and this is 
AWESOME. 

Tolerance says, “Well, I have to put up with you.” 

Awareness says, “I know you have a problem and are working earnestly to 
fix it.” 

Acceptance says, “You are amazing because you are you, and not despite 
your differences, but because of them.” That rocks. Make that the norm.” 

Kassiane Asasumasu (as cited in Silberman, 2012, pp. 263–264) 
Autistic Writer, Activist, Neuroscience Student  

Loud Hands Anthology 

 

~ 
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My experience of school, as both a student and a teacher, was that talking about 

being disabled was not encouraged (Valle & Connor, 2011, p. 191), especially for those 

who were able to hide it (Linton, 1998, p. 19). I understand that we currently have 

students in our classrooms who share the inclination to hide, or cover, or pass as 

nondisabled. However, I have seen such possibility, such opportunity, for my students 

when they are positioned and supported to understand and claim disability as a positive 

identity. 

I have also seen what is possible when students are given the opportunity to 

accommodate themselves. As Mona Delahooke suggests in Beyond Behaviors (2019, p. 

205), “We should appreciate how children’s bodies and brains use behaviors to help them 

manage their surroundings and their experience of being in the world.” 

 
Image 19. Student perched on their chair and working at their desk (drawing). 
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I am Autistic: An Evocation 

When I first wrapped Autism around myself, I was cautious. My head was 
still filled with the narratives of the non-autistic people who have so 
ruthlessly constructed the story of Autism for their own benefit. I feared no 
one would believe me and being unbelieved made me feel vulnerable. 
However, something exceptional happened. The world rearranged itself 
right in front of me and I poured out into it. My mind began to remember 
the colors and shapes which express my internal language. My body 
unfolded itself and spoke to the natural world with rhythmic gestures and 
flapping hands. I made friends with others who are like me, neurodivergent, 
fierce and so magnificently odd. I found a community, a family and a place 
in the world where I am seen, heard and validated. 

“I am Autistic” are the most magical words I have ever spoken; an 
incantation which brought me back fully embodied into the world after a 
lifetime of floating above it or just outside of it. 

For a long time I tried to conform to neurotypical social constructs in order 
to participate in the world – often in ways which were counterintuitive to 
my mind and painful to my body. Conforming meant that I folded myself 
up into a tiny square and hid who I was, but all that ever did was to take me 
further from myself and from the world. It nearly ended me. When I think 
of Autism Acceptance I think of something personal, self-acceptance. I am 
57 years old and filled with the profound beauty of my Autistic mind and 
the joy of my Autistic body. I can’t say that things aren’t still difficult for 
me, but now I have a framework from which to view my day to day 
experiences that keeps me from turning pain and anger inward. 

“I am Autistic” is balance as I stretch my arms out into the wind. The trees 
are howling a secret language and I can see past the sky, into the universe 
and the universe behind the universe. “I am Autistic” is an evocation; a call 
to return, to become; a beautiful living/breathing/space of acceptance. 

Brent White (2017, para. 8–11)  
Autistic, dyslexic and multiply neurodivergent. Now retired, he designed 

and directed adult programs for neurodivergent young adults for a 
non-profit in Berkeley, California [Web Log Post] 

(Reprinted with permission) 

~ 
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Undermining ‘Expert’ 

When it comes to widely held ideas about disability and neurodivergence, we (my 

students, their parents, my colleagues, and myself) have been inundated and saturated 

with medicalized and ableist narratives. Unfortunately, widely accepted practice 

continues to convey the underlying message that disabled people are less than, and that 

they are in need of remediation as though this is singular truth (Clare, 2017; Sequenzia, 

2015; Valle & Connor, 2011; Young, 2014). 

Though not commonly drawn upon by educators and other professionals, there is 

an abundance of information available in the life-writings, blogs, and other resources 

created by Autistic, Neurodivergent and other disabled people to guide our practice.41 

When informed by these sources of community scholarship, educators are given 

opportunities to see and understand disabled students for the multidimensional people 

they are, instead of seeing them from a deficit perspective. 

Autistic and other Neurodivergent people are not broken non-Neurodivergent (or 

neurotypical) people. If we are trying to fit Neurodivergent students into systems based 

upon that preconception, they will continue to be jeopardized (Delahooke, 2019; Walker. 

2019). As teachers it is our responsibility to understand and create space for many 

different ways to experience and respond to the world around us. We can disrupt the 

current myths and misinformation by informing our pedagogy and practice with the 

counterstories (Lindemann Nelson, 2001) of disabled people and a stance of radical 

acceptance. 

~ 
I look for ways to support the educators and families with whom I work in 

stepping away from the predominant message of tragedy that is the mainstream ableist 

medicalized model of disability. They need/deserve opportunities for a new way of 

understanding and being; one that offers an alternative view, full of understanding, love, 

and acceptance, one that centers the stories of disabled people as the wellspring of 

experience to guide our understanding. Invariably, educators and parents express that 

they understand their students/children better after they have read the work and 

understood the experiences shared by those who have lived them.42 
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I’m on Your Kid’s Side Too 

Our idea of the future we want for your kids – and for ours, and for ourselves 
– isn’t what you seem to think. I’m all for helping your child’s sensory 
issues, helping him develop job skills, giving her an easily recognized mode 
of communication. None of these things seeks to change who we 
fundamentally are. 

What I fight for is a world where your child is seen as whole as she is, not 
as a mistake or sick or broken. I am fighting for a world where the tragedy 
model of autism is a thing of the past, where inflammatory terms such as 
“autism tsunami” are seen in the same light as racial slurs. I’m fighting for 
a world where people are accepted and expected to be the best them they 
can be, instead of pruned into a false normalcy. 

That is what I want for your child. That is what I want for all people. So 
yes, I am on your child’s side. For his sake, I hope you are too.  

Kassiane Asasumasu (2010b, para. 3–5)  
Autistic Writer, Activist, Neuroscience Student  

November 2010, Radical Neurodivergent Speaking 
(Reprinted with permission) 

 

Still… in the Desk 

I appreciate that I have been welcomed into communities of Autistic and other 

disabled people in a way that has increased my understanding of disability. I find it 

difficult to capture the depth of influence with these words that spill from my pen to the 

paper, but this is the community that nurtures (and nudges) me in understanding and 

accepting my son as perfectly being himself in this very moment, and then support his 

ongoing development. It is a community of spectacular Autistic, Neurodivergent, and 

otherwise disabled people, who are my friends and fellow activists, all of whom are 

writing and sharing their perspectives as disabled adults and doing so to ensure that this 

next generation will be treated better than they have been. 

I dance with care in these spaces: I observe and I listen and hold space for others 

to lay down the beat, to choose the pace, and the music. I move with care – because 

though I am Neurodivergent, I do not identify as Autistic. I am again reminded that I 
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could easily be considered a trespasser of sorts – who has been allowed in. I am grateful 

for the grace of such welcoming and the insight of the lived experience of so many 

people in Autistic and disability rights communities. 

~ 
As a teacher I have observed students with multiple traits or ways of processing, 

such as the student who seems to take forever to get started – and then when it is time to 

clean up – they just can’t stop (Leary & Donnellan, 2012). Students might appear to be 

ignoring, or refusing requests to clean up, or to transition to new activity. But they are 

finally sunk in –it took time. And now when they are finally in that place – we want them 

to stop? 

I consider anew, reflecting back upon my own experiences as a student. 

I was frequently one of the last to complete my work in early elementary school. I 

usually knew what to do – but it couldn’t hold my interest. 

My body was quietly working to behave in the confinement of my school desk. 

That I was just barely contained may have been betrayed by my bouncing knees, my 

endless stretching-out and letting-go of the retractable nylon threads in my often-snagged 

leotards… or the subversive act of tucking my stuffed elephant into my desk, so I could 

run my fingertips through the still-silky-bits of his love-worn ears. 

I was able to sit (relatively) still – but my mind was moving – occupied by my 

thoughts and busy imagination. And I spent many a recess inside, completing the tasks I 

should have done when everyone else was working. 

As much as I was drawn to winding thoughts about possibilities – it seems 

inconceivable that I would have imagined that I’d never really leave school… or that I’d 

grow to love it so deeply… 

I work to still myself… even today. Folding and refolding a tiny slip of paper… 

Rocking gently, imperceptibly, in my chair… Drawing quietly as I listen, to give me a 

sense of movement and a way to attend to and process information… Forty years or so 

later and I am still consciously trying not to take up too much of the room, which seems 

to be a theme in my life. It is a dance with pauses that perhaps look as though nothing is 

happening, but where I am watching and being still and quiet. Sometimes this means 



 

71 

silencing myself to ensure that I am mindfully offering others space to dance or voice 

their story. 

As an educator and an activist, I am tuned to the moments when it is useful to step 

back and give the floor to others, and conversely to the moments when I must step in and 

step up and speak out. 

As I learn to trust my process and my messy busy brain, I am more comfortable 

with the strengths and challenges that are a part of my own Neurodivergence. I am 

learning to understand my neurology and respond to it by shedding the shame and 

rejecting the subscript[ion] of negative self-talk that has too often accompanied me as a 

heavy, pervasive, but unexamined traveling companion. Understanding how I have 

internalized ableism43 about myself is relevant and has implications within my practice 

and provides me with insight into the experiences of my son, some of my students, and 

many of my Neurodivergent family members and friends. 

When I look back I am able to understand how it is that I have journeyed to this 

place, and I see how much my persona as a teacher (along with my other roles) has been 

influenced by my experience as a Neurodivergent child. Somehow this kid, barely 

contained in the desk, has transitioned to the role of all-knowing professional (a title I 

reject – but a privilege I must acknowledge) and I am positioned to direct families and 

teachers to resources that will build understanding and acceptance. 

Part of my context is that I have been a Disability Resource/Inclusion Teacher at a 

public distance education school, and parent of an Autistic and otherwise Neurodivergent 

son who was also enrolled in such a program. I know there are good things going on in 

schools, but often when students come to a program, like the one I coordinated, they have 

not had their needs met by their neighbourhood school. In many cases, as with my son, 

students have been harmed by attitudes and programs that measure success by the ability 

to pass as indistinguishable from their nondisabled peers (Asasumasu, 2013b; Bottema-

Beutel, Park, & Kim, 2018; Broderick, 2009; Linton, 1998; Linton, 2006; Lovaas, 1981; 

McLaren, 2014; Parsloe, 2015; Walker, 2019; Williams, 2019), combined with messages 

and actions that convey that they are a problem to be dealt with or managed. 

There is so much that can be shared and conveyed when the practice of teachers 

(and others) is informed with the perspectives of disabled people – rather than the 
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information that is more widely and traditionally available in the resources and strategies 

that have been created by the professionals whose opinions are generally privileged as 

expert (McLaren, 2014; Sutton, 2015; Yergeau, 2018). 

~ 

If disabled people were truly heard, an explosion of knowledge of the 
human body and psyche would take place. We have access to realms of 
experience that our culture has not tapped (even for medical science, which 
takes relatively little interest in people’s experience of their bodies). Like 
women’s particular knowledge, which comes from access to experiences 
most men do not have, disabled people’s knowledge is dismissed as trivial, 
complaining, mundane (or bizarre), less than that of the dominant group. 
(Wendell, 1997, p. 274) 

~ 

Disability, Spoon Theory, and Out of Ink 

That my practice has been influenced by my involvement with other disabled 

people in disability rights spaces, is evident in the way that I have been able to support 

students by sharing that there is frequently an uneven availability of personal resources44 

that is not entirely predictable for disabled people. My use of the term resources in this 

context refers to personal resources such as focus and organizational skills, combined 

with physical, emotional, or spiritual energy level, and the regulation of physical or 

sensory factors, all of which can impact ability to manage executive function45 and 

other tasks. I have observed there is a lack of understanding that can become problematic 

when expectations or predictions about future performance are based upon current or past 

performance. 

Understanding the responses of children and students is complicated, and 

sometimes I watch educators, parents, and others, struggle with understanding and 

accepting the concept that an unevenness of personal resources (such as executive 

functioning, stamina, energy, focus or perhaps even access to spoken language) for 

disabled people is not volitional. At times parents and educators are also resistant, and I 
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sense their concern that they’re being duped or manipulated by their disabled 

students/child. Unfortunately, the potential misunderstanding about the uneven and 

inconsistent availability of skills and resources, depending upon multiple factors, is rife 

with assumptions that I have seen used against my students and also against disabled 

adults. 

Autistic activist, Kimberly Faith (2014) in her work with the network Parenting 

Autistic Children with Love and Acceptance (PACLA), explains: 

Just because a disabled person is able to perform the way you think they 
should one time, or a few times, doesn’t give you the right to hold that over 
their head. It doesn’t mean that act is sustainable. It does not dictate ability, 
capability, potential… If the disabled person is unable to replicate that 
again, it does not mean they choose not to do it, are being defiant, or are 
otherwise trying to piss you off. This is disability 101. (p. 1) 

I have Kimberly’s quote pinned in a prominent space on my office bulletin board, 

because I believe it is an understanding that needs to be cultivated, not only for educators, 

but also for the students and families with whom I have worked. It is perhaps ironic that 

as an educator so much of my work is in supporting the process of unlearning for so 

many (including myself): an unlearning of ableist attitudes, and an undermining of 

assumptions. 

Welcoming the Child who Arrives: Radical Acceptance 

Too often, it seems, I am the first one to offer an alternative vision of acceptance 

to the people with whom I work: you or your child [or your students] are not broken, not 

a problem, do not need to be fixed, are already perfectly being who you/they are in this 

moment. It is a message I deliver gently, as a kindness, and really an affirmation of what 

each person wants to feel about themselves or those they love; often it is received with an 

observable response, that reveals the relief of finally being understood… kind of like 

coming home. 

Natalie Goldberg (2005) captures the importance of being recognized, like she 

can, in a single sentence: “We walk through so many myths of each other and ourselves; 

we are so thankful when someone sees us for who we are and accepts us” (p. 18). 



 

74 

When I consider the parents with whom I have worked – introducing the idea of 

radical acceptance has often been a turning point. Sometimes when I have spoken to 

families about alternative models of disability and about how their child is not broken – I 

have been the first person to speak to them of the underlying desire to push back against 

the predominant meta-narrative that reinforces disability as tragedy. I have observed (and 

also personally experienced) that it can be difficult for parents to address or counter such 

messages when they are surrounded by a culture and paradigms that encourage them to 

make their child’s disability about them, and to focus on the stress and the hardship of 

parenting a broken child, complete with navigating the grief process of lost dreams 

(Grace, 2017; Sinclair, 1993, 2013; Van der Klift & Kunc, 2019; Wiley-Mydske, 2014). 

In their article, Disability in an Ableist World (on their blog Autistic Hoya), Lydia 

X. Z. Brown (2012a) explains, 

Our experiences and lives are usually described through a paradigm of grief, 
pity, shame, scorn, tragedy, and fear. Our non-disabled parents are taught 
to mourn their disabled children’s existences and to wish for their children 
to be cured. Our neighbors are taught to pity us, and our families are taught 
to be ashamed of us. 

My experience as an educator, however, is that when parents encounter other 

ways of viewing their child there is this moment, a tell, that I see in the sudden 

recognition in their eyes, or the subtle lowering and relaxation of their shoulders, or a 

change in the tone of their voice (relief perhaps). It is a beautiful moment when they are 

encouraged to see their children as already perfectly being themselves, and I suspect that 

it gives permission or validity to their own already existing inclination to reject the notion 

that their child is broken or in need of a cure. 

~ 
Radical unconditional acceptance gives space to notice and love the little 

moments with our children – and to trust to development. 

I talk to parents of time – and how our kids need time. 

I talk to them of happiness – and how to support their child in pursuing their 

passions… and the importance of the space and pace to do so. 
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I talk to them of letting go… of things that may be commonly held as essential – 

but that in the big picture are inconsequential. I talk to them about avoiding situations 

where their child is shamed for their disability – and to be critical of therapies that frame 

their child as broken, or that frame their child’s ways of successfully navigating the world 

as problematic. I encourage them to trust their instincts and not feel that they have to take 

on more. There is always pressure to take on more – but they have to protect and 

[p]reserve their child’s resources for the important things – and I encourage them that this 

will also protect their resources as parents. I encourage them to find joy… have fun… 

love their kid as perfect – and then we build from there… 

Radical Acceptance is a necessary disruption. 
a deep understanding 
that you are whole 
already  
 
in this moment 
in your struggle 
Tomorrow you may have more skill 
resources 
energy 
strength  
 
focus 
…or perhaps less  
 
and you will be honoured 
respected 
welcomed 
 
We exist together  
 
in a world that shifts 
and we must hold space 
for one another 
in the solidarity 
of radical acceptance 
 
 
 
November 2017 
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Your Kid is DUPLOing Wrong 

A parent was considering enrolling their child in the Distance Education school 

where I worked. Their child’s disabilities across multiple domains were intense and 

complex and the child was non-speaking,46 so supporting communication would 

definitely be a priority in terms of goals. 

The parent shared that their child loved stacking DUPLO 

(large Lego-style blocks) and was particularly focused on stacking 

them in an ABAB pattern with two alternating colours. They told me 

the child was quite upset and would ‘melt down’ if the pattern were 

altered in some way. I expressed delight and excitement that their 

child understood and applied pattern, and that such an interest and 

skill was a beautiful starting place. Immediately, I began to consider 

strategies to build upon the child’s interest as a way to support 

communication and understanding and more flexible thinking in ways 

that did not jeopardize their comfort. I understood the importance of 

building upon their child’s skill without undermining the security that 

such a familiar activity affords the child. I talked of control and 

sameness, and how the predictable activity and routine is a strength 

and likely also provides a sense of safety for their child. I suggested 

the parent get some new DUPLO blocks that could be dubbed 

‘learning blocks’ and support their child in understanding that these 

blocks were similar but different. They could then begin to use the 

blocks to represent a visual schedule for what was going on during 

the day, with words and images on the side as they stacked activities, or they might even 

want to hide some little things inside some of the largest bricks to play some gam es and 

shake things up without threatening the other routine. We explored how their child’s 

interest could be used to bring in other learnings, without losing the routine or activity 

they love and offers the comfort of predictability. I talked about how they might ensure 

they choose blocks for new activities that are an entirely different colour than the ones 

Image 20. Duplo blocks 
in child’s hand (photo). 
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the child usually plays with and that they be kept in a separate and distinct location so as 

not to be confusing or threatening to the preferred or usual activities. 

The parent was clearly excited at my suggestions and shared that they had never 

considered ideas such as these. Then there was a pause… and they revealed that the 

behaviour consultant was trying to get the parents to stop their child from stacking the 

blocks in a rigid patterned way… 

In that moment I was so angry, but I gulped it down. Even now, as I am writing, I 

find my eyes filling with the saline stuff that blurs my screen and ties my throat in knots 

and a tension that I cannot readily ease. It hurts that parents are routinely subjected to 

information or therapies that frames their child’s skill and interest as a thing that should 

be broken… or held for ransom. 

Professionals that pathologize the love and safety of sameness and pattern and 

pressure parents into being complicit in curing their child’s love of the security of a self-

directed activity and routine, are damaging to children and their parents (Rogoff, 2003). I 

am devastated that autism and disability are so negatively viewed, which sets up parents 

to be vulnerable to be victimized by the ignorance of professionals who leverage parents’ 

sense that they must do this or that, or risk supporting the development of their child. 

~ 

The times when our children are struggling the most, are often the times 
when we feel most scrutinised. This can also be when we receive an 
increased volume of ‘well-meaning’ advice. Many of us will have been told 
that we need to become stricter as parents, and tighten our boundaries to 
support our children to ‘fit in’. This not only makes me feel sad about how 
much others are failing to see and understand, but also sad because these 
are the narratives that make it more difficult for us to tune into our parental 
instincts, to our deeper knowing, beneath our conditioning and traditional 
western parenting. When we escape the pathology narratives, and the 
outdated behavioural advice, we become so much freer to understand our 
children as individuals, to lean into our compassion and to trust our own 
skills and expertise as parents. It is often the external pressures and systemic 
oppression, that make it more challenging for us to facilitate the calm co-
regulation our children need so much of. (Matthews, as cited in Hill, 2020, 
para. 11) 

~ 
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I have observed (and also personally experienced), that parents are caught in a 

web of systems that usurps confidence, insisting they must intervene with their child’s 

development (Wilkenfeld & McCarthy, 2020). I am not speaking here of extra support, or 

of nurturing opportunities for development. Rather, I am talking about interventions47 

that are so drastically distant from the way we would support development for a 

nondisabled child, and that I would suggest have the dangerous potential to create a 

barrier in the relationship between parent and child. Parents are driven from accepting 

their child as they already are, in favour of the pressured stresses of early interventions 

that rob children of their childhood and turn parents into therapists – and conflate the 

commitment to early intervention with love. 

Are children and parents thus denied opportunities of acceptance and healthy 

relationships, because to not intervene is made to seem like one does not care for the 

outcome for their child? Why wouldn’t we want the best for our children and why 

wouldn’t we do more? 

Guilt and pressure: these are a real things… kindled by messages that talk 

endlessly of a developmental window,48 and outcomes, and evidence-based interventions 

(25 to 40 hours/week of compliance based therapies),49 and are further fueled by the 

prevalent view that autism and disability are a tragedy and a burden to be avoided at all 

costs.50 

It angers me that skills that would be encouraged for early primary students 

(stacking blocks and understanding pattern) is problematized instead of seen as skill and 

talent to be supported and built upon, when it is demonstrated by an Autistic and 

otherwise disabled child. 

~ 

Every moment you spend wishing your child was not disabled is a moment 
that you have robbed that child of the love and acceptance they deserve. 
Every moment you spend “grieving” for a child that is right in front of you 
is teaching your child internalized ableism. Your child is listening in each 
and every one of those moments, even when you don’t think they are. 

Lei Wiley-Mydske (2015, para. 1)  
Autistic Writer, Community Scholar, Activist, Artist, and Parent  

(Facebook Status/Image; Reprinted with permission) 
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~ 

I can’t help but think back to the bundled services that were offered to Craig (my 

husband) and me in parenting our own son. We were pressured and there were times 

when I felt guilt at not wanting to enroll in programs or leap at the opportunities offered 

by their shiny pamphlets and curative promises. We were told/asked: “Isn’t your child 

worth it???” 

 

Pressure and Flooding the Toilet 

I am thinking back to when my son, Harrison, was in about grade 2 or 3, and I felt 

the lure of a social skills group that was being offered by a service provider in the 

evenings at his neighbourhood school. I called to find out more, and was intrigued 

because they planned to draw upon some of the materials that I found useful, and I felt 

that these strategies delivered in a small group might support my son in deepening his 

understanding and ability to navigate relationships. I was skeptical however, so I 

arranged to accompany Harrison to the first session at no charge to see if the program 

might be a match. They were not able to get enough participants to run a program 

specifically for my son’s same-aged peers, but were insistent that the group of 12-year-

old boys they were collecting for the program would be a fine match for my son, four 

years their junior. My dubiousness grew… but still I felt the pull that not being open and 

exploring it further might mean that I was not doing enough to support my child’s 

development. 

I remember watching the two experts contracted to deliver the program on that 

first evening, at a cost of $90.00/session for each participant, and realizing that they had 

no idea how to establish a rapport with this group of children. They had Social Thinking 

materials developed by Michelle Garcia Winner (2005, 2007, 2008), but they were 

clueless about scaffolding it and about sharing the plan for the evening or perhaps 

providing a visual schedule as support. They were disorganized: talking and sorting out 

their plans as they went, which left an enormous amount of unstructured downtime for 
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the boys. It was a mess, and I could feel my son’s anxiety rising in the chaos… and still I 

felt like I should calm and soothe him and support him so that he could remain a 

participant. I wanted it to be a match – sooo badly. 

If I had had more confidence and more trust in my assessment of the situation, I 

would have rolled my eyes and removed my child right then, but it wasn’t until Harrison 

went to the bathroom and deliberately flooded the toilet that I understood how bad it was. 

I am ashamed – still – that I was driven by guilt and worry, and that I allowed its drive to 

override my judgment. 

I have never done this again. 

~ 
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Spoon Theory and Out of Ink 

I appreciate and frequently draw upon Christine Miserandino’s (2003) beautiful 

metaphorical work, “The Spoon Theory,” because it is both a conceptualization and an 

entry point to talk about personal resources and how these might shift or be inconsistently 

available (or unavailable). Miserandino shares the story of how she explained the impact 

of chronic illness to a friend in the cafeteria of her college, by using a handful of spoons 

as a metaphor for resources (like a currency) to illustrate and explain the cost of activities 

and how… for her… every time you use a spoon it means something else might be 

difficult. Imagine the cost: like I had a shower, or I had a phone conversation, and now I 

don’t have the resources to do something else – like make some food to eat, or catch the 

bus – there is a cost. 

When the spoons are gone – they are gone. 

Miserandino’s (2003) Spoon Theory as a disability metaphor and the use spoons 

as a unit of measurement and a visual representation to quantify and explain the reduced 

amount of available personal resources (physical, emotional, mental energy) that may 

result from disability/chronic illness is widely referred to and understood by my friends 

and me (and in broader disability communities): a shorthand that demands little 

explanation. 

In the last few years I have shared Spoon Theory with Craig, and we have found 

that the metaphor of a limited number of spoons (and of spoon availability) has allowed 

us to conceptualize and talk about our resources, limits, and experiences and responses to 

situations in a different way – and with infinitely more understanding. 

I have never shared Spoon Theory with Harrison – and that is not an act of 

omission, but rather, it is because he came up with his own metaphor before I had the 

opportunity. I remember one day a few years back asking him to do a thing and he simply 

refused, nonplussed, matter-of-factly explaining that he was out of ink. It was so clear, 

“No, I am out of ink. I cannot do that. I am done.” 

Harrison was so solid and confident, and his assertion was just that; it was stated 

not as a complaint, or with that apologetic wishing tone that might be used when 

someone feels shame that they are not able to do more. I know that I have felt shame 
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when I lack resources, and at times I push until I cannot push anymore – whether it is 

pushing through chronic pain – or handling sensory overload – or… 

I wonder how my stance conveys an underlying message to others (and myself) 

that I am perhaps underserving of limits, or that I am seeking permission or the approval 

of others, essentially abdicating dominion over my body, and my sense of what will work 

for me. The line I draw might be blurry: drawn tentatively, and in a way that implies it is 

negotiable… and perhaps I could/should push it a bit further. 

Harrison’s message conveyed no sense of shame. It was a clear, unequivocal 

delineation. There is no more ink. I am out – this is not negotiable. DONE. With all the 

aplomb of reporting a simple fact, and a clarity that I long to emulate. No apology: I wish 

I could… I am sorry – or – I hope I haven’t let you (or myself) down… No offering up of 

evidence that reinforces that honouring his boundary must somehow require proof that it 

is real. Nothing tentative in his assertion that creates a space for second guessing or a 

place for the judgment of others to find a landing. 

He demonstrates that he knows himself with a quiet, clear announcement… “No. 

I am out of ink. I cannot do that. I am done.” 

~ 

Just One More Thing… 

A few years back I observed an Autistic student trying to complete an assignment 

to catch up with her class who had moved on to the next activity: one she was eager to 

join. She was told, “Just finish this last question and then you can join us.” An education 

assistant (EA) stayed behind with her to finish up in the classroom while the teacher 

moved on with the other students. 

She was done in a flash – and ready to join – when the EA asked her to put some 

of her materials away, prompting her with, “Just one more thing…” The student 

responded, “I can’t do one more thing!” although she did comply. However, when the 

additional task was successfully completed, a new one was stacked on with another 

urging, “Just one more thing…” 
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And that is when the student repeated, a number of times, that she couldn’t do one 

more thing…and I believed that she couldn’t. 

She bolted, refusing the second (or third) prerequisite thing, to join her class. It 

had me wondering about the line between compliance and self-understanding and 

advocacy. How might it be that our actions inadvertently teach children that they should 

ignore or disregard a sense of their own limits, because when they state them, adults 

respond as though it is as a challenge to authority or mis-behaviour or both? 

There is an element inherent in such an exchange that conflates pushing limits 

with skill development and compliance: saying I need you to do this – and when you do it 

– I will add on another task. 

I understand that adding on of expectations is something that all kids experience 

to some degree; however, I expect that it might be a pressure more commonly layered 

upon disabled students. It is critical to consider that there are times when the urge to push 

development may be counterproductive, depleting or trading away the time students need 

to actually develop – to process – to connect. Students with developmental disabilities 

require time and space to learn about their limits and boundaries and how to navigate the 

space where they interface with the world around them: with understanding themselves, 

comes the understanding of others. 

There can be a slide in our response that is particularly unfair when students are at 

capacity: an inclination toward increasing expectations, rather than being relationally 

supportive. Too often the message becomes, “You complied with this or accomplished 

that – now do this – do more.” In this way there is a risk the student’s success can be 

used against them, and I have observed it is easy to lose the opportunity for students to 

experience a natural sense of accomplishment, when they are then subsequently and/or 

habitually pushed to the breaking point. It is important to consider how it might be more 

supportive to help students see themselves as competent and successful, if such a 

situation was considered differently. 

Additionally, it is difficult when the adult does not follow through with a literal 

interpretation of a request, which may be intensely frustrating for students, particularly 

those with a strong sense of justice. It is not actually unreasonable for the student to 
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respond to the adult’s leveraging of ‘just one more thing’ with ‘I did the thing – now that 

should be it.’ 

I am wondering about the opportunity to support a student who is clearly 

conveying their limits and obviously experiencing stress, if such an interaction were 

viewed through the lens of advocacy. It is a fine balance, I know, and I can imagine a 

counter argument that there will be students who will then refuse to do all tasks – and 

then what? I cannot claim to have all the answers for each scenario or context. However, 

I can imagine how the situation could have played out differently for this student if after 

she successfully completed the task, and first stated she couldn’t do one more thing, her 

expression of her limits were honoured. What would be possible if the person working 

with her had responded with a comment of support and acknowledgement? 

“I hear you are saying you are done. We can tidy up your materials together, or 

when you get back.” 

– or – 

“You finished! Yay – I know you are eager to join the class – I will tidy this up 

for you. Now go!!” 

~ 

The things a teacher does to be responsive to an individual kid actually 
enhance the group… and the things a teacher does to be responsive to the 
needs of the group actually set the stage for the work to be done with 
individual kids. (R. Greene, 2008, pp. 183–184) 

~ 
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Out of Ink and Relationship 

People may wonder if Harrison is continually telling me he is out of ink – and 

using such a statement as a way of avoiding or manipulating his way out of completing 

tasks. When he explained he was out of ink, I believed him: there was no confrontation 

and no layering on of more tasks or additional performance demands that required 

compliance. 

I trust him – he trusts me – so there is no need for an ongoing battle about the 

push and slide of limits. He does not have to fight for his limits to be believed and 

honoured. I expect he is confident to take risks and stretch himself even further in fact, 

because he knows that my response is reliable. We have built a trust that is relational – I 

have his back. 

He has been supported to trust himself and to understand about limits, and I 

observe that this has also supported him to work to honour and understand the limits and 

boundaries of others. 

Too frequently I have witnessed a double standard where a disabled student is 

expected to adhere to the rules and to be flexible around the needs of others, while 

simultaneously having their own needs disregarded or fully misunderstood. 

Too often, students asserting is interpreted as a sign of rigidity and inflexibility 

that must be trained away. What might be possible when educators appreciate that when 

we hear and trust what students are conveying, we effectively support them in developing 

their skills to understand and assert their needs and limits. 

What I have observed is that the trust I extend is extended back to me – it is 

beautifully relational… there is reciprocity… 

~ 
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Reciprocity, Reaching Back, and the Unspoken Seatbelt Pass 

On the weekend after the Arizona TASH Conference for Inclusion and Advocacy 

in February 2018, where Harrison delivered the opening Keynote (Scott, 2018) and I 

presented on a couple of different topics, we visited Susan Marks at her house in Sedona. 

Susan taught Inclusive Education at Northern Arizona University for many years, but she 

is now retired and on to a new career, practicing disability law. She is an amazing friend 

who has championed and encouraged me over the past nine years, inviting me to present 

as part of the Autism Strand at the CEC (Council for Exceptional Children) Conferences 

in Philadelphia and San Diego, and inviting Harrison and me to present at AzTASH 

numerous times. 

Susan was not only hosting us, she was also our tour guide for all-things-Sedona: 

the kitsch and the majestic. We crammed an enormous amount of hiking, and driving 

though spectacular landscapes of red sandstone formations, and exploring the myriad of 

mystical crystal shops, into just a couple of days. 

In and out of the car… and in and out… and in and out of the car again… 

And it was in this repetition of movement that I came to recognize my son’s care 

of me. It was a small thing, but it was consistent. Every single time we got back into 

Susan’s car, me in the front passenger seat, and Harrison in the seat directly behind, I felt 

his hand when I reached behind me, struggling to yet again find my seatbelt. Every single 

time – without a word spoken – his hand guided the elusive belt into mine. 

I said nothing until the day we were leaving, because it was just such a lovely 

unspoken thing. 

My son was seamlessly supporting my access need – it was unrequested… 

automatic. He observed what I needed and he just took care of it without a plan or request 

or conscious thought. 

And every time I felt his hand brush mine in the transfer of the seatbelt to my 

awkwardly backward bent right arm, I smiled at the care conveyed in this small act. 

This small act held the message, I see your struggle and I can support you as 

well… like you support me. It warmed me through. 

Reciprocity… 
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And it was affirming of the beautiful sensitivity and ability to accommodate 

others that I so often see in this young man. 

I said nothing until the day we were leaving, because it was just such a lovely 

unspoken thing. 

I felt like I might break the spell or shatter something magical. 

I didn’t want to ruin the moment or taint it with the praise of observation. 

It was during the drive to Phoenix for our flight home to Vancouver, that I finally 

described to Harrison how I had noticed every time I had reached back he had handed me 

my seatbelt and I told him how much I appreciated it. 

He was surprised by my comments, unaware of his repeated action of support, 

“Really?!? Have I been doing that? This whole trip??” 

Smiling, Susan confirmed, “Yes, you have helped your mom with her seatbelt 

each time we’ve gotten in the car.” 

Harrison sat a little taller, somehow more certain of himself. The opportunity for 

people to see themselves as supportive of others builds capacity. 

It builds confidence. 

It builds understanding. 

Let that sink in… 

One hand reaching for another… 

It is a small thing, but it is important… this simple expression of love. 

And it tells me who my son is becoming, of his marvelous capacity, and it is one 

more notation in a growing list that tells me he is ready for me to step back, and I do so 

confidently. 

 I got this, Mom… 

~ 
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Arrival Four… Coming About or Extended Stay 

Radical Acceptance as Disruption: Intermittence, Unpassing, and 
Unhiding Imperfection 

 
Image 21. Leah – unhiding imperfection (multimedia). 
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~ 

I have been coming to understand my relationship(s) with disability more 
broadly and from a perspective that is not only about being alongside others 
– but that also includes my own experiences. I have gone deep; burrowed 
in to understand the experiences of my son (and my students), and I am 
learning so much as I have made my way and have made so many Autistic, 
Neurodivergent and otherwise disabled friends. It is like I have tunneled in 
to a place and narrowed and narrowed where I was going – honed in to a 
fine point… but what I have discovered is not a singular specific thing but 
rather an opening up. 

I find it difficult to describe, but it is like the smaller and more fine-tuned 
and detailed my focus – the greater the picture that has been revealed. The 
vista is so much more than I had imagined; a landscape that feels 
welcoming, and a place where I am coming to understand myself. … and 
the way my focus is pulled hither and yon… and is related to my stops and 
starts… 

This space is not one of isolation, rather it is populated with people kinda 
like me. And I have found that there are a few rare, unexpected people who 
are very much like me: weird and wonderful co-conspirators who 
understand and take in the world and respond to it in ways similar to me. 

As we share our experiences, an unexpected thing is happening: I am 
coming to see just how deeply I am affected by my struggles with 
organizing and staying on track and the inconsistency of me… and I am 
learning what it is like to be able to talk about the struggle with someone 
else who carries the shame of intensely cluttered closets and undone to-do 
lists. 

I am discovering that my lack of executive function is more pervasive than 
I had considered or imagined. I am revealing what I have held close and 
with shame as my shortcomings, and in doing so I am also finding that there 
is support that can be co-created with others. (Journal, December 22, 2018) 

~ 
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Breathing Weird…  

I am at The Cabin with Harrison, my sister Michelle, and my nephew, to 
hang out with my mom and to celebrate her 80th Birthday, which is 
tomorrow. 

Today we sit at the table for a piece of time: Michelle to do her timesheets 
for work, me to work a bit more on my proposal for my dissertation, and 
the boys and my mom are on their devices playing games each in their own 
respective way. 

Parallel work/play… 

I have my headphones in, blasting the Dixie Chicks, which, along with my 
high-octane caffeine and Ritalin, supports me in focusing on the task at 
hand. I announced that I was wearing headphones and could not hear so that 
no one would think me rude if I didn’t respond: a signaling that I was 
heading into the work and doing what I require to focus. 

As I was still settling in, doing a last check and moderating a rather 
controversial article (one that shouldn’t be controversial at all) that I had 
posted on my Thirty Days of Autism facebook page, I noticed that my mom 
kept looking over at me. 

I took out an earbud… and raised an eyebrow, “I can’t hear you…” 

“I know… I am just noticing you are breathing strangely.” 

“I am sorry that my breathing is bothering you, I will try to not do that, or 
maybe I should stop breathing entirely…” 

I know – I know – my response wasn’t the nicest… BUT HOLY 
HEAVENLY FUCK!! 

And now I am trying to sink into my work – and at the same time breathe 
with a steady rhythm for what I conceive of in the moment as the fucking 
comfort of my mother. I am angry at my mother… but later I will come to 
understand that my response is an unfair deflection. And I realize I hold my 
breath – and I do not breathe evenly… and for a while I take one earbud out 
so that I can monitor my breathing to ensure it’s is not irritating for others 
at the table. 

And right now, I am so angry that I am feeling shame at the way I breathe… 
and that it is potentially an embarrassing imposition upon others. 

And so, I am taking myself outside to sit alone… because my sudden 
realization is painful and makes me angry and with that, of course, my tears 
have come. The tiny saline indicators that tell me there is something 
important here. I have moved – as an act of empowerment – in a way. My 
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response is my own, and it is private, and personal, and I want to make space 
to honour it, and not have it bound up with other people’s response. I don’t 
want to hide my response – I want to dig into it… and so I moved. 

And time is folded in on itself… and I am remembering a class in Junior 
High – French 8, I think. A girl who sat behind me always complained about 
my breathing: that I would hold my breath – and then kinda exhale with 
these little puffs as I slowly and unevenly released it for another breath. She 
would become so irritated and I am pretty sure she had a rude name to insult 
me about my grunting respirational style, but I cannot recall the specifics. I 
do recall that I became so self-conscious that I trained myself out of it, and 
so effectively that I was pretty sure that this thing I did as a young teen was 
something I had left in my past – or outgrown. I had no idea that I was 
wrong… but rather that I had become trained or accustomed to self-
monitoring my breathing. 

I have looked back – and recognized, “Oh ya… I used to do that…” 

But apparently, when I cannot hear myself, and I am not aware that I am 
no-longer self-monitoring – I still breathe this way. 

And breath-holding helps me focus… 

It upsets me now that I am thinking about the places where I have been 
working with my headphones on: wondering about the impressions I have 
left upon others. It makes me angry that I am inventorying situations: coffee 
shops, flights, graduate classes, and wondering…I am upset with myself for 
wondering… and I am even more upset that I am embarrassed. 

I am angry about the ableism I have so seamlessly internalized. It is 
upsetting when I have a situation where something in my past combines 
with a comment or situation, and small things feel like big things, as the 
stretchiness of time converges and entangles experiences. 

My own ableism sneaks up, ambushing me in the guise of shame. 

And – I don’t want to monitor my breathing for the comfort of others – I 
just fucking don’t! 

Later in the day… I read this to my sister. She listened like she does… 

I asked her if I do breathe strangely and hold my breath… and she said. 
“Ya…” 

She shrugged, relaxed, “…it doesn’t bother me – it doesn’t matter – it is just 
part of who you are – like having curly hair.” 

And with that laid-back acknowledgement so much of my intensity and 
anger slipped away. Listening and acceptance works that way. (Journal, 
August 7, 2017) 
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~ 

I consider anew that breathing in this way (breath-holding) can be considered a 

tic, along with other repetitive movement or vocalizations, that are most often 

unconscious, like skin picking, and other things I am private about. 

I feel increasingly comfortable in identifying as Neurodivergent, but I feel a push 

to hide that my tics exist. 

My own ableism is revealed in my inclination to deftly cover some parts of my 

experience – to shove them away up the sleeve, magician-like, a quick move, like a single 

line in a lengthy dissertation – while I draw you in with the dramatic flourish of my other 

hand, or with a distractingly witty and self-effacing one liner.  

~ 

Stops and Starts and that Old Beetle 

I am resisting the urge to cover up, however, because I want to consider more 

about how it is that breath-holding helps me focus – and the way it reminds me of my 

1980s undergrad commute to SFU campus, atop Burnaby Mountain. I drove a red 1969 

Volkswagen Beetle at the time, that I shared with my sister: my mom’s old car which 

required a run at the hill – left lane – full tilt – to overcome its inertia. If my strategy was 

disrupted, I’d have to pull to the right lane and give in to the slow tedious putt-putting 

climb. I think breath holding functions similarly, creating momentum to get myself up the 

incline of a difficult task. 

Inertia and momentum seem to be so centred in my way of being: my neurology, 

my biology, my way of navigating my stops and starts. I am riding the wave – and 

tracking the rhythm of the tidal bits of me. I am still taking a run at the hill to make the 

most of momentum and overcome the drag – the pull of gravity – the weight and worry 

of the stops. 
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Intermittence… 
starts and stops 
fear of unpredictable 
tidal bits of me 
fear to be too much defined 
by the stuck bits 
driftwood on the shore 
ancient immovable 
twisted, un-nurtured roots 
half stretched toward the sky 
 half-buried in the sand 

My intermittence means navigating the times when inertia has me firmly planted 

– and conversely, when momentum has me flying – freefalling – break-neck-speed… 

building, gaining… then completely done… and stopped again. 

Understanding my difficulty in navigating the stops and starts, related to my 

neurology, has enabled me to more deeply understand the experiences of my students and 

has informed my pedagogy. 

A Pro-Neurodiversity Definition of ADHD 

I have been troubling the waters, and wondering about an alternative 
naming of ADHD, one that aligns with the neurodiversity paradigm. ADD 
or ADHD (Attention Deficit [Hyperactivity] Disorder) is a term I find 
problematic because the medical diagnosis and naming of ADHD 
inherently layers the pathologized notion of deficit and disorder that is 
rejected in a pro-neurodiversity conceptualization. 

And please let me be clear, I am not suggesting that ADHD is not a disability 
– it most definitely is. However, I want to make space to reject the framing 
of my neurology as deficit or disordered, and thus inherently connected to 
the idea that I am broken and need to be fixed. When disability is viewed as 
a normal part of the diversity of human experience, it can be understood as 
an identity that connects us with others – rather than isolates. 

It is true that that are times when the way my brain works can feel like an 
amazing asset (until it does not), and I cannot help but wonder how a 
pathologized definition of a neurology like mine (as deficit and disordered), 
might have us missing opportunities to support students in ways that could 
work very well for them. 
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I have an interest driven/problem-solving neurology: if there is something 
that falls within my passions or intense interests – then I am captured. If 
there is a problem to be solved or a work-around that requires creativity – I 
will be pulled in. I can focus in on a thing and stick with it – and time will 
fold in on itself in a way that I do not feel it passing and I can get shit done. 
Until I cannot. 

What I have found however is that what interests me is not always entirely 
within my control – so I have learned strategies to manipulate my focus and 
praxis to some degree. Adding an element of time can up the ante (so to 
speak), working to heighten my interest by connecting a particular task to a 
sense of urgency, can activate me. I use time – or limiting time and setting 
a goal – as a strategy to support me to focus in. I am also reliant on lists that 
help me unload the swirl from my brain and work to plan and prioritize 
tasks. 

The challenge for me can be the completion of a task, because once I have 
a particular project figured out, there are usually all these little mundane and 
tedious bits to actually tie it up to completion. Finishing up is difficult, 
because once I have whatever it is that captured me solved, it is challenging 
to maintain any interest at all. I suppose it is like how a spoiler for 
someone’s favourite series can have them feel it has ruined the excitement 
for them. I know how it ends – and so I am drawn to something else – 
something new – that pulls my interest. I have a plethora of almost 
completed tasks and projects that clutter my closets and line my life like 
feathers in a nest. 

In alignment with the neurodiversity paradigm, Nick Walker (personal 
communication, September 7, 2017) speaks of a Kinetic Cognitive Style 
(KCS); a deliberate reframing (and rejection) of the term ADHD and the 
inherent pathologization in a model and a naming that suggests attention is 
deficit and disordered. Walker suggest that Kinetics distribute their 
attention differently, being highly attuned and more readily noticing 
changes in their surroundings. She explains that having a Kinetic Cognitive 
Style, alert to movement and environmental shifts or changes, would have 
been advantageous in early hunter gatherer societies. Walker’s assertions 
resonate with me and have positively impacted and built upon my 
understanding of both the neurodiversity paradigm and my own neurology. 

What I seek to add to such a reframing is a way to capture that it is not just 
the movement… it is also the stops. I have been wondering if perhaps the 
starts and stops of my neurology could be described as neurokinesis – a 
searching for movement, direction, focus, interest. I am uncertain how best 
to describe how I see it all – feel it all – take it all in all the time – until I 
find my groove – and then there is only that one focus. 
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I have come to refer to this as intermittence; the best word I can find to 
explain my experience and capture the notion of stops and starts. I find it 
difficult, and the stopping and the not completing a task is the part where I 
have to work to be very conscious about the messages I give myself. This 
is the space where internalized ableism can creep in – the times when I feel 
incapacitated and cannot begin a thing – or when I feel shame, which I have 
at times taken on as laziness or irresponsibility or a lack of commitment for 
those unfinished bits. (Journal, May 26, 2019) 

~ 

I am intermittence 
 The coming and going 
 of focus and attention 
 of movement 
 of pain 
I am dichotomy 
 
I am two 
 bisected by ableism 
 where I live 
 silently 
 secretly 
 in stops and starts 
 where the sticky glue of passing privilege 
 creates the illusion of continuity 
 hides the inconsistency 
I am waveriding 
 with unpredictable bursts of doing and not 
 it is the undoing of me 
I am undone 
 unfinished 
 a work in progress 
 another incomplete project 
 
 transient 
 
I am intermittence 
and this is a beautiful thing 
 
 
 
 
March 2017 
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Unpassing… and Wrestling Inertia 

I am wrestling inertia. The wolves or wild things are come again, snapping at my 

heels. They yip their unhelpful notes, projected upon my stillness, but layered below, like 

a shadow underneath, or an image buried. I want to outrun the howls that come with 

being in this place or turn to face them head on – but they are quietly underlying – a 

barely registered conversation of loved ones in another room: so familiar that it’s difficult 

to not just read as background noise. I can’t outrun what’s coming from inside, so I am 

resisting the missive that’s been homed, unquestioned: considered part and parcel of the 

unpredictability of me.  

I want to quit the shame of stillness – and honour it as the rest of me. 

I am coming to expect intermittence, and work with its waves of doing and not 

doing. 

And as I encounter it again and again. 

I am working to get better at letting go of the stress of my inconsistency and 

lessening my foot dragging fear that accompanies the cessation of forward motion: I am 

trusting to the current. Perhaps – I am more measured in my approach to the world and in 

my acceptance that my intermittence is a constant. 

And I am finding that my unpassing is as empowering as it is freeing… 

~ 

Disclosing disability, particularly for those with multiple points of privilege (like 

myself), can be a form of activism (Kelley, 2017a; O’Toole, 2013). By leveraging my 

privilege, I can work to bring disability into my workplace and into my university classes. 

I am in a position of less vulnerability to have conversations about accessibility and 

processing needs and the accommodations I require. 

I experience privilege as well in that very often I am able to pass as nondisabled, 

so disclosing this identity, and doing so with pride is a choice that I can step into – or not. 

Unpassing is important, because my story matters, and I am coming to understand that 

actually telling it matters even more. 
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However, the way that disability is framed and viewed means that a story like 

mine is too often kept quiet. I am learning how my disclosure can function to cast off 

stigma and shame and can be an act of solidarity with and alongside other disabled 

people. I have been exploring opportunities to share my story and my identity in my 

practice, and have come to understand my unpassing as activism. 

~ 
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I am weary of the cost     ableism extracts 
I am weary of the shame    I feel for the times when I cannot move. 
I weary of the rent     I pay for the moments of perfect flow 
fear of wondering      what if this time 
– this time – 
I cannot find       pace anew 
I want to welcome      notes and the rests 
measure and the rhythm 
meter and the breath 
negative space     where I do nothing 
defines the image of me 
stop moments      wait moments 
 
inertia       momentum 
flow        stillness 
 

intermittence 

 

 

 

 

June 17, 2019 
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Poetry as Praxis and Unhiding Imperfection…  

I wrote a poem on The Ugly Chair, since I didn’t know what to do… or 
where to begin. 

I wrote a poem on The Ugly Chair to pull myself in, laying out the net of 
creativity to lure my interest. 

And too, adding poetic to the chair is a forward movement and an activity 
with an ending. I anticipated a satisfying feeling of a small accomplishment, 
and recognized that such an act might help with gaining some bit of 
momentum in my dissertationing. 

I take photos of the process, and I smirk at the irony that I must capture 
myself to be released from my struggle with inertia. Stops and starts have 
been more challenging since the pandemic. My brain is struggling to find 
the time to sink down to that place – and inversely – there is too, too much 
time. 

Now, the ink is dry – I just have to erase the pencil lines… 

~ 
Later, as I am erasing the 
guidelines, I consider the pencil 
scaffolding: the evidence of the 
support that keeps me on track. I 
am making it invisible. I am 
hiding the structure and 
disappearing the false starts – the 
shifts – the realignments. 

How often do I cover up the 
work behind the work – the 
failure – the times when things 
do not leak out of my pencil to 
the paper, or my fingertips to the 
keyboard, flawlessly on the first 
pass? 

I am complicit with the lie: the 
steady hand or perfect syntax, 
form, and structure is assumed, 
the ease is assumed. 

Image 22. Erasing scaffolding on the Ugly 
Chair (photo). 
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What might be possible for all of us when we share, rather than hide the 
supports we use and/or require? How might a bold refusal to erase the 
scaffolding, resist the shame I carry about my shortcomings? 

What permission might we grant to others, to our children, and to ourselves, 
when we dare to show the shaky beginnings and false starts, as we 
appreciate and celebrate the essentialness of support? I want to be deliberate 
– to evoke a pride that honours the pencil guidelines, the supports, the 
sometimes cane (and the sometimes can), and extends beyond to the 
networking of friends and community. 

 There is solidarity in embracing and revealing imperfectness… 

(Journal, May 11, 2020) 
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Arrival Five… Tact, Tacking, and Moving Forward in 

Prevailing Wind(s) 

Connecting Disability Studies to Educational Practice in British 
Columbia 

 
Image 23. Leah – Moving Resolution 148 at BCTF AGM in 2019 (photo). 
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Conversation with a Colleague: Autism Speaks and Teacher 
Education 

A colleague, whose daughter is enrolled in the Teacher Education Program 
at a Private Christian University in BC, approached me. He was seeking my 
input as he was supporting her in preparing for a presentation on Autism. 
He came to my office, excited that he had found a whole slew of resources 
from a site, with which he was certain I would be familiar: Autism Speaks.51 

I am actually kinda proud of myself that I did not roll my eyes or call bullshit 
immediately, but rather, took a deep breath and calmly admitted that that 
would certainly be the first source that would probably be at the top of the 
Google search. 

I explained that they are the biggest Autism charity in the world, but they 
are actually considered by many as problematic,52 and asked if he would be 
interested in learning about why that was. He was interested… and so I told 
him of their history of promoting the link between vaccines and autism, and 
their ongoing focus on the cause and cure for autism (McGuire, 2016), and 
the concern that this could to be linked with eugenics, as it is for prenatal 
testing or screening for Down Syndrome. 

I told him about the structure of their organization and that less than 4%53 
of the money raised by Autism Speaks actually goes to support Autistic 
people and their families (Van der Klift & Kunc, 2019; Yergeau, 2018). I 
spoke of the language used by Autism Speaks, that promotes and 
perpetuates stigma about Autistic people and labels them burdens, 
tragedies, epidemic, and frames them as puzzle pieces that need solving 
(McGuire, 2016; Sequenzia, 2013). I shared that when one of the founders 
of the organization had the opportunity in to speak at the Vatican and to 
meet with the Pope (in 2014) she drew the parallel that her work with 
Autistic people was like ministering to lepers (Wilson, 2014).54 

My colleague is a guy with heart, and a scientist… so I pretty much knew I 
had him at the bad science – and I saw him leaning in… and open… and so 
– I knew I had the opportunity to suggest some alternative sources and 
materials for his daughter to use in her presentation. I suggested ASAN 
(Autistic Self Advocacy Network)55 the work of Nick Walker56 and Lei 
Wiley-Mydske,57 and also PACLA (Parenting Autistic Children with Love 
and Acceptance)58 and resources created by Michelle Swan.59 He left my 
office with a ton of printed resources, and I also sent him electronic links 
and sources. 

So, all of that is amazing – some good happened… 
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But here is the thing, from my understanding, which aligns with my own 
experience, it is not uncommon that such an assignment is a preservice 
teachers’ most in-depth experience with disability in their program. That is 
how it is done: break up the class, pick your topic, and do a presentation. 

Thus, preservice teachers get a smattering of presentations about a variety 
of disabilities… that have been researched by their classmates. 

And thus, in a very generalized sense, such a smattering commonly forms 
the foundational knowledge base for many teachers when they encounter 
disabled students in their classrooms. 

I cannot help but wonder how many teachers have their first experience with 
learning about autism (or another disability) informed with ableist and 
inaccurate sources. 

I cannot help but ponder: how might an assignment exploring a variety of 
disabilities be different for educators if they were provided with a critical 
lens and an understanding that there are alternative models of disability and 
if they were encouraged to evaluate and consider bias in their sources. 

My colleague’s daughter happened to pick autism – and because of our 
connection – he asked me about resources. And so, for her presentation, his 
daughter was provided resources framed in acceptance and understanding… 
but what of the other cohorts? 

How do we do this better? (Journal, March 2017) 

~ 

As I look for opportunities for alignment with other educators, I am discovering 

that when I offer up the notion that there are alternative models through which to 

understand and conceptualize and respond to disability, people are open to listening. I am 

reflecting upon my relationships with my colleagues, and my sometimes-knee-jerk-

reactions to those whom I perceive as stuck, or ignorant, or at my worst imaginings and 

judgments – ableist. Do I extend to them the same support I would like to see extended to 

my son, my students, or to Neurodivergent adults? Or to the father mentioned above? 

~ 
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Like the Tide on the Shore: Disability Studies and Educational 
Practice 

There are opportunities to connect to the ideas of disability studies in my 

interactions with my colleagues. These are sometimes big moments – when I am 

presenting at a conference, or writing an article or blog post… but I do not underestimate 

the importance of the little moments. Opportunities to support others exist in smaller 

moments as well: in a conversation, a sensitive attunement to what might be needed – 

like the space to process in silence, the modelling of radical acceptance in interactions 

with a student, or the timely share of the blog or perspectives of an Autistic (or other 

disabled) person. 

These interactions shift things in ways that I cannot always anticipate or 

immediately understand – and these small moments can be monumental. These are the 

connections that might not seem significant; they may not be visible, obvious, or overt… 

but they have the strength of things built up or worn down over time, like the tide on the 

shore, and they are powered by the ongoing and salient rhythm of relationality. 

There are times when I find myself positioned to shift conversations/build 

understanding with my colleagues (and others) by framing the disabled student as whole, 

and complete, and amazing, and then we collaborate, approaching the situation with 

curiosity, creating opportunities to invite new questions: What is the student 

communicating to us? How do we help them navigate a particular situation or context in 

a way that works for them? How do we hear and respect what our students are telling us – 

and look for opportunities for them to be self-determining? 

 

Missing at the Table (on the Journey): The BCTF and Finding 
Coconspirators 

My work with marginalized groups in a variety of interconnected capacities has 

revealed to me the need to disrupt systems (even existing systems that are doing positive 

work), when they have failed to include perspectives and rights of disabled people.60 
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Disabled people are so marginalized and ignored that they often do not even make the 

agenda or have representation at the social justice table.61 

Like many, I have been frustrated at how difficult it is to shift conversations on a 

larger scale, and so I decided I needed to step in differently. I began to look for 

opportunities within my professional union – the British Columbia Teachers’ Federation 

(BCTF) with my focus firmly directed at its long-standing history as a social justice 

union. I was eyeing its structure of working committees, in particular, The Committee for 

Action on Social Justice (CASJ),62 composed of specific action groups working on 

important issues, including poverty, racism, feminism, rights for LGBTQ2S+ people, and 

environmental justice. CASJ (BCTF, n.d., 2010) creates and curates resources and also 

contributes to training for teachers throughout the province around social justice issues 

and for a variety of equity seeking groups, and “has the ultimate objective of building 

safe, equitable, sustainable, and non-discriminatory communities – places where social 

justice will define the quality of children’s lives.” 

Online information further explains: 

The BCTF’s Committee for Action on Social Justice (CASJ) has developed 
a lens that applies social justice and critical theory to all aspects of our 
professional lives. This tool provides a framework in our union and in our 
schools to help guide policy, plan actions, and evaluate resources for social 
change. Social justice theory focuses on equity for all and critical theory 
requires action and systemic change. These two concepts form the basis of 
the BCTF social justice lens. (BCTF, 2010, p. 2; see also BCTF, n.d.) 

The mandate and accompanying framework and handbook is a beautiful 

resource,63 but disability didn’t make the list of equity seeking groups. I could not help 

but wonder how deep does the othering go that disability was excluded in this mandate? 

There was much to undermine here… and it spoke volumes to me that within my 

professional union, we had been committed to fighting for human rights and social 

justice… yet doing so without the inclusion of disabled people. What does this absence 

say about the value placed upon the quality of disabled children’s lives? And perhaps 

more importantly: how might my work help to affect positive change and inclusion in 

systems such as the BCTF? 

~ 
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I Knew Where I Wanted to Go – But I Didn’t Know How to Get 
There 

In May 2018, I applied for and participated in a BCTF Teacher Inquiry Summit 

on Ministry Designations and IEPs (Individual Education Plans) with 20 other public-

school educators from around the province. I waded in… and there was a point when I 

spoke my mind that had me thinking I might be tossed from the Summit – but that is not 

what unfolded. I waded in – and I found beautiful co-conspirators – fellow teachers, who 

had hearts for social justice – and who understood what I was trying to say. We began to 

network. It was then that we began to collaborate on ways we might have CASJ expand 

its mandate to include disability rights as a discrete working group. I committed to a plan 

of getting elected to my local social justice committee, and I also undertook to write a 

series of articles for the BCTF magazine, Teacher, which reaches our membership of 

about 43,000 educators in British Columbia, and which were also subsequently published 

by the Faculty of Education Graduate Studies Newsletter at Simon Fraser University. 

The first article, “The Teacher’s Kid: It’s Not What You Think” (Kelley, 2018), is 

my reflection written after a teaching colleague suggested to me, “It is great that you are 

a teacher—I’ll bet you’ve been able to be a great advocate for your son within the school 

system” (para. 1). 

And though it may be true that understanding the system has supported us in 

navigating it – I expect I caught my colleague off-guard when I responded,  

No… my son has benefitted much more because I am a Social Justice 
Activist. It is ACTIVISM that has made the difference. Our Autistic, 
Neurodivergent, and otherwise disabled children need us to show them how 
to be activists so that they can advocate for themselves. (para. 4) 

~ 
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Image 24. Teacher: Article 1. 
Note. Reprinted with permission (Kelley, 2018; BCTF Teacher: Nov/Dec, 2018); see 
below for full text. 

The teacher’s kid
It’s not what you think… 
By Leah Kelley, Chilliwack teacher and Doctoral Candidate,  
Faculty of Education, SFU

I had the opportunity this evening to have a discussion with a colleague, a 
teacher who is also the parent of a five-year-old autistic son.

AS WE TALKED, this teacher commented, 
“It is great that you are a teacher—I’ll bet 
you’ve been able to be a great advocate for 
your son within the school system. Our kids 
are fortunate.”

And I suppose this is true in many respects: 
my understanding of the system has 
supported us in navigating it in varying 
degrees and I recognize this is an advantage.

But that is not how I responded.

I might have caught him off-guard when I 
said, “No, my son has benefitted much more 
from me being a social justice activist. It is 
ACTIVISM that has made the difference. 
Our autistic, neurodivergent, and otherwise 
disabled children need us to show them how 
to be activists so that they can advocate 
for themselves.”

I hadn’t really considered it before but as I 
listened to my own words, I knew they held 
truth for me.

As educators and parents, we want to 
ensure our children with disabilities know, 
understand, and feel pride in who they are. 
When they know themselves deeply and 
with respect, it is then that they can reject 
the message that they must conform to be 
okay, accepted, valued, or to belong.

H turned 19 today and I look forward 
with excitement and pride at this fabulous 
autistic and otherwise neurodivergent 
young man, who now towers above me.

I cannot help but look back and see that 
raising my son to feel comfortable with who 
he is, and to understand that he can push 
back against injustice and discrimination 
and ableism is one of the most powerful 
things I have offered as a parent.

As H’s childhood recedes, I am a 
little surprised that I feel no sadness 
or melancholy as I think back upon 
this journey.

How can I feel melancholy when I observe 
this spectacular human’s sense of self that 
makes him comfortable in advocating for 
what he might need—or not need—or 
need in a different way. Along with this 
confidence, he has developed a sensitivity to 
extend his understanding beyond himself. 
He understands that he experiences both 
privilege and oppression and how his 
experience of being disabled intersects 
with the lives and stories of other people 
who face discrimination or exclusion or 
injustice. I see him pushing back against 
oppression—even when it is not about him. 
It is beautiful… 

Photos top, L to R: H and his father at a rally 
supporting public education in Vancouver 
in 2002.

H looking at a Margaret Mead quote that has 
been painted on an old building.

Below: H at the Vancouver Autistic Self 
Advocacy Network (Now Autistics United 
Canada) protest against Autism Speaks in 
September 2014.

Photos submitted by author.

 

 Our autistic, neurodivergent, 
and otherwise disabled children 
need us to show them how 
to be activists so that they can 
advocate for themselves.”

TEACHERS SPEAK

 Nov | Dec 2018 TEACHER 5
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The Teacher’s Kid: It’s Not What You Think…[Teacher: Article 1] 

I had the opportunity this evening to have a discussion with a colleague, a 
teacher who is also the parent of a five-year-old autistic son. 

As we talked, this teacher commented, “It is great that you are a teacher – 
I’ll bet you’ve been able to be a great advocate for your son within the 
school system. Our kids are fortunate.” 

And I suppose this is true in many respects: my understanding of the system 
has supported us in navigating it in varying degrees and I recognize this is 
an advantage. But that is not how I responded. 

I might have caught him off-guard when I said, “No, my son has benefitted 
much more from me being a social justice activist. It is ACTIVISM that has 
made the difference. Our autistic, neurodivergent, and otherwise disabled 
children need us to show them how to be activists so that they can advocate 
for themselves.” 

I hadn’t really considered it before but as I listened to my own words, I 
knew they held truth for me. 

As educators and parents, we want to ensure our children with disabilities 
know, understand, and feel pride in who they are. When they know 
themselves deeply and with respect, it is then that they can reject the 
message that they must conform to be okay, accepted, valued, or to belong. 

H turned 19 today and I look forward with excitement and pride at this 
fabulous autistic and otherwise neurodivergent young man, who now towers 
above me. 

I cannot help but look back and see that raising my son to feel comfortable 
with who he is, and to understand that he can push back against injustice 
and discrimination and ableism is one of the most powerful things I have 
offered as a parent. 

As H’s childhood recedes, I am a little surprised that I feel no sadness or 
melancholy as I think back upon this journey. 

How can I feel melancholy when I observe this spectacular human’s sense 
of self that makes him comfortable in advocating for what he might need – 
or not need – or need in a different way. Along with this confidence, he has 
developed a sensitivity to extend his understanding beyond himself. He 
understands that he experiences both privilege and oppression and how his 
experience of being disabled intersects with the lives and stories of other 
people who face discrimination or exclusion or injustice. I see him pushing 
back against oppression – even when it is not about him. It is beautiful…  

Transcript of BCTF Teacher Article 
November/December 2018 publication 
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In November of 2018, my 

colleagues in Prince Rupert and I 

collaborated to write a resolution 

for the BCTF’s annual general 

meeting (AGM), to be held in the 

spring of 2019. Resolution 148 

asked that the mandate of the 

Committee for Action for Social 

Justice (CASJ) be expanded to 

include disability. This resolution 

was also supported by colleagues 

in my own local in January 2019, 

who voted unanimously to support 

the motion at the AGM. 

I was elected by my local 

as a delegate to the AGM, which 

was important so that I would be 

present to move/speak to the 

motion at the provincial level. 

I was excited about the way 

we were working together to 

consider and shift policy – and I 

was (and still am) incredibly 

encouraged by the solidarity and 

collaboration I have encountered in 

working with my teaching colleagues: amazing educators, who are deeply committed to 

social justice and disability rights within our union. 

 

Resolution 148 – Prince Rupert 
 

That the AGM support the broadening of the 

Committee for Action on Social Justice (CASJ) 

mandate so that it is inclusive of disability and 

urge the Executive Committee to establish a 

discrete disability rights group as part of/under 

the umbrella of CASJ with a goal of addressing 

and acknowledging discrimination against 

disabled people (ableism) and supporting and 

aligning the BCTF with the history and work of 

the disability rights movement. 

 
Supporting statement: 
The BCTF has taken collective steps towards 

examining our positions on inclusion at the 2018 

AGM updates to the Members’ Guide, surveys 

through our TIEBC PSA, and the addition of two 

inclusion-based Summits in 2018. Our BCTF 

Teacher magazine has a year-long inclusion feature 

to highlight and explore our work in this area of 

education. We are hearing amongst our members’ 

voices that we need for action around the ableism 

inherent in attitudes, systems, and even the language 

used to discuss disability. 

 
The expansion of CASJ to acknowledge and include 

people with disabilities/disabled people as an equity 

seeking group is a meaningful act of inclusion and 

social justice that is relevant for our membership and 

our students. Additionally, this will create the 

opportunity to create resources that support the 

development of pride in identity, a sense of belonging 

in community, and an understanding of advocacy and 

self-determination that is essential for disabled 

people to thrive. With a dedicated action group, 

perhaps, we could have been better prepared to 

address the funding model review, RTI, and 

competency-based IEPs. 
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Transcript: What I said when moving Resolution 148 at the 2019 BCTF AGM (March 19, 2019).  
Note. Bold font is in original and has been included to demonstrate my way of supporting my 

process and focus in preparation to deliver an oral presentation – I slow down and emphasize the 

bold font. 

Moved – Kelley, Chilliwack, 
Seconded – Sawka, Prince Rupert 
I’m bringing forward this resolution with the support of my colleagues in Chilliwack and 

Prince Rupert who both endorsed it unanimously at our respective General Meetings. 
When I applied to participate in the BCTF Teacher Summit on Ministry Designations and 

IEPs last May and the Summit on Meaningful Inclusion in October, I had the opportunity to 
identify as belonging to an equity seeking group, and I do – I identify as a woman and a disabled 
person. 
I am proud to be here today and to belong to a union like the BCTF that is so centred around 
social justice. I am proud that we have a Committee like CASJ which includes LGBTQ2S+, 
antiracism, antipoverty, Status of Women, Peace and Global Education, and environmental 
justice. 
But… (pause a beat…) 
Disability is not included. 
I believe that with the understanding we now have – this gap represents an egregious omission 
and we need to fix this. We need to expand CASJ to include disability as an equity seeking 
group – not just on our application forms but also by including disability at the social justice 
table. 
This is of critical importance to the representation of our membership who identify as having a 
disability, and also to our students. We need to be able to talk about disability – to #saytheword - 
to make space to have conversations about ableism and discrimination and to understand that 
there are other models of disability beyond the medical model – like the Neurodiversity 

Paradigm and the Social Model of disability (to name a few). 

I want educators to have information and resources to teach about the history of the disability 

rights movement, and to understand things like how political and nuanced it is whether a 
particular group uses person first language or identity first language. I want us to align our 

practice with the activism of the disability rights movement and look for opportunities to build 
a connection between the field of Disability Studies in Education and educational practice in 
British Columbia. 
I stand here before you asking that we address the paternalism and ableism evident in the 
exclusion of disability at the social justice table… 
…So that we are positioned to prepare our students for their futures by teaching them the skills 
to advocate for themselves 
To support them to learn and talk about and identify ableism 
and have the tools to call it out and push back when they are experiencing discrimination. 
And to understand that they can reject stigmatized narratives too often imposed upon people 
with disabilities and write a story of their own… 
A story of pride. 
We have a pedagogy of inclusion but we too seldom include the perspectives of disabled people 
in the formation of this pedagogy. There is a gap and we have the opportunity now to expand 
the important work of CASJ by drawing upon and amplifying the voices and lived experiences 
of people with disabilities. It is an act of inclusion as well as an act of social justice to vote in 
favour of this motion and I ask for your support. 
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The motion was passed, overwhelmingly64… 

Of course, I applied for the committee… 

In August of 2019, I was notified that I’d been selected to be one of four members 

for a newly established Disability Rights working group that is now a part of CASJ. I am 

so excited! 

~ 

I wrote a second article for the BCTF Teacher Magazine, and this time the editor 

gave me the feature. “Let’s Talk About Language: Is Disability a Bad Word?” (Kelley, 

2019a) was a call to #SayTheWord disabled (Andrews et al., 2019; Carter-Long, 2017; 

King, 2016) because couching disability in euphemistic terms not only adds to and 

perpetuates stigma, it can disappear identity and deny experience. Currently, in British 

Columbia, we are in danger of subsuming disability under the umbrella of diversity 

(Larson, 2019). Our teachers and students need a framework to name, understand, and 

challenge the specific discrimination against disabled people. We are graduating students 

who have never even heard the word ableism, let alone understood the concept… 

~ 

Let’s talk about Language: Is Disability a Bad Word? [Teacher: 
Article 2] 

In my work as an educator and an activist, I have long been wondering why 
it is so difficult for us to use the word disability. The word special and the 
notion of special needs are examples of the elaborate linguistic 
workarounds we have adopted to talk about disability. Historically 
speaking, it is interesting to note that the word special was intended to 
improve the language used to refer to disability, replacing more problematic 
words like handicapped and the R word, which in their time were designed 
as replacements for other problematic terms such as stupid, idiot, moron, 

and imbecile (Trent, 1995, p. 5). Recently, other euphemistic terms like 
differently-abled or handicapable have come into use. Although intended 
to push back against stigma, these terms are also problematic, since they 
remain connected to underlying biases. And too, as many educators now 
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realize, designating disabled people as special has done little to change 
these underlying biases of ableism. 

Similar to the definition of racism, ableism refers to discrimination and 
social prejudice against people with disabilities. Such discrimination can be 
specific and overt toward a particular person or group. Ableism also exists 
hidden in structures and perceptions that are largely unexamined in our 
schools and communities resulting in more systemically widespread 
barriers, including our language (Brown, 2020; Cohen-Rottenberg, 2018). 
For instance, the way disability is discussed (or excluded from 

conversations), too often reinforces negative stereotypes, shaping attitudes 
which can limit access and opportunity for students with disabilities, 
including nurturing a positive identity, developing self-understanding, and 
the cultivation of advocacy skills. 

The Language is Shifting but the Conversation Remains the Same… 

In British Columbia, it seems that we may be transitioning away from the 
language of special in education toward that of diversity. Arguably, this 
shift is a well-intentioned attempt to be inclusive, and to avoid the language 
of stigma and discrimination. Framing disability as one aspect of diversity 
may appear to move in a positive direction, however, is it possible that this 
shift in language might actually make things more difficult for students with 
disabilities? And if so, how and why? 

Suggesting that students with disability are simply a part of a wider diversity 
of learners may be true, but it is necessary to examine the implications of 
doing so, ensuring that space and language to explicitly talk about disability 
is available. This is an important opportunity to acknowledge disability, and 
to resist subsuming it into the broader category of diversity, so that we do 
not inadvertently make it more difficult to discuss and address the specific 
issues faced by disabled people. 

For over a century, the language of disability has continued to shift in ways 
that suggest that we should not speak directly about disability. In this way 
language has functioned as a barrier; to talk about disability is unacceptable 
and, by replacing disability with euphemisms like special or diverse, makes 
it become difficult to address discrimination and marginalization. 

When I use the term disabled, I sometimes see people politely work to hide 
a raised eyebrow, and I sense unspoken shock that I am insensitive enough 
to actually say ‘that word’. Perhaps this reaction is tied to assumptions that 
equate disability with tragedy, that disabled people are less than, and that to 
use the word is an insult. I am curious about what might be possible if the 
term disability were uncoupled from pity and stigma, and the opportunities 
that might then be created to examine why discussing disability – even 

saying the word – makes people so uncomfortable. 
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Social Justice: Including Disability 

We are at a crossroads that presents us with the potential to disrupt and 
uncover the ableism embedded in our system and the way we understand, 
support, educate, and respond to students with disabilities. 

Students with disabilities continue to experience exclusion and 
discrimination that is different than members of other marginalized groups. 
How might we create opportunities to better prepare our students for their 
futures by including disability history and the disability rights movement in 
social justice curriculum? 

This would be a move toward justice… and an important one. The added 
bonus: when disability and the stories and perspectives of disabled people 
are included in the context of human rights and social justice discussions, it 
deepens our understanding and creates space to consider accessibility and 
accommodations and fairness and bias – and makes our school communities 
better and more inclusive for everyone. 

I am curious about what might be possible if/when the shift to the language 
of diversity and diverse learners is accompanied with an attitude of inquiry 
to understand the lived experience of disability related stigma. How do we 
ensure that the experiences of students with disabilities are not disregarded, 
disappeared, or erased, and that the same stigma and barriers are not 
perpetuated – simply rebranded with a new name? 

#NotSpecialNeeds65 and Disability: #SayTheWord66 

It’s interesting that many of the disabled adults I know actually prefer the 
word “disabled” over the euphemisms designed to avoid the term. Some 
people are confused by this, because it is counter-intuitive to the discourse 
or master narrative in which we are so commonly immersed (Lindemann 
Nelson, 2001). However, for myself, my family members and many others 
in the disability community, we understand that we are a part of a broader 
group with a particular history. Disability is a part of an identity we claim 
with pride. This doesn’t mean that there aren’t difficulties, but we 
acknowledge that disability is a natural part of the full range of human 
experience, and we have our own stories to write. 

Language comes with history and power. Through considered use of words, 
educators are uniquely positioned to be allies, to align ourselves with those 
who have been stigmatized and so to bring about positive change. 

A shift away from the notion of special also creates an opportunity to move 
the discussion toward the idea that the needs of all students are actually the 
same: the need to have access to education, to belong, to be safe, cared for, 
respected, honoured, heard and supported to be self-determining. 



 

114 

The Ministry of Education is presently considering categorization and the 
framing of disability within our school systems; this is an opportunity to 
move in a different direction. We may feel uncomfortable, but it is a 
profound act of solidarity to interrogate how systems and attitudes have 
been shaped by avoiding the word disability. What might be possible when 
there is space in our classrooms to talk about disability, as a normal part of 
the human experience – an identity uncoupled from shame? It is time to 
have the difficult conversations to examine our attitudes about disability, 
and reimagine inclusion in our classrooms, schools, communities… and in 
our lives. (BCTF, 2019) 

Transcript of BCTF Teacher Article  
January/February 2019 publication 

(Reprinted with permission) 
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Image 25. Teacher: Article 2 – Page 1. 
Note. Reprinted with permission (Kelley, 2019a; BCTF Teacher: Jan/Feb, 2019); see 
above for full text. 

Let’s talk about language
Is disability a bad w!d?
By Leah Kelley, Chilliwack teacher and doctoral candidate, Faculty of Education, SFU

In my work as an educator and an activist, I have long wondered why it is so 
difficult for us to use the word “disability.” The word “special” and the notion 
of “special needs” are examples of the elaborate linguistic workarounds we 
have adopted to talk about disability. Historically speaking, the word special 
was intended to improve the language used to refer to “disability,” replacing 
more problematic words like “handicapped” and the “R” word, which in 
their time were designed as replacements for other problematic terms such 
as “stupid,” “idiot,” “moron,” and “imbecile.” Recently, other euphemistic 
terms like “differently abled” or “handicapable” have come into use. Although 
intended to push back against stigma, these terms are also problematic, 
since they remain connected to underlying biases. As many educators now 
realize, designating disabled people as special has done little to change these 
underlying biases of “ableism.” 

Suggesting that students with disability 
are simply a part of a wider diversity of 
learners may be true, but we must examine 
the implications of doing so, ensuring 
that space and language to explicitly talk 
about disability happens. We must resist 
subsuming disability into the broader 
category of diversity, so that we do not 
inadvertently make it more difficult to 
discuss and address the specific issues faced 
by disabled people. 

When I use the term disabled, I sometimes 
see people politely work to hide a raised 
eyebrow. I sense unspoken shock that 
I am insensitive enough to actually say 
“that word.” Perhaps this reaction is tied 

SIMILAR TO THE DEFINITION of racism, 
ableism refers to discrimination and social 
prejudice against people with disabilities. 
Such discrimination can be specific and 
overt toward a particular person or group. 
Ableism also exists hidden in structures and 
perceptions that are largely unexamined 
in our schools and communities resulting 
in more systemically widespread barriers, 
including our language. For instance, the 
way disability is discussed, or excluded from 
conversations, often reinforces negative 
stereotypes, shaping attitudes that can limit 
access and opportunity for students with 
disabilities, including nurturing a positive 
identity, developing self-understanding, 
and the cultivation of advocacy skills. 

Language is shifting  
but the conversation  
remains the same
In British Columbia, we may be transitioning 
away from the language of special 
education toward that of diversity. 
Arguably, this shift is a well-intentioned 
attempt toward inclusivity and to avoid 
the language of stigma and discrimination. 
Framing disability as one aspect of diversity 
may appear to move in a positive direction. 
But we must ask the question: is it possible 
that this shift in language might actually 
make things more difficult for students with 
disabilities? And if so, how and why?

to assumptions that equate disability with 
tragedy, that disabled people are less than, 
and that to use the word is an insult. I am 
curious about what might be possible if the 
term disability were uncoupled from pity and 
stigma, and the opportunities that might 
then be created to examine why discussing 
disability—even saying the word—makes 
people so uncomfortable. 

Students with disabilities continue to 
experience exclusion and discrimination 
that is different from members of other 
marginalized groups. What might be possible 
if/when the shift to the language of diversity 
and diverse learners is accompanied with 
an attitude of inquiry to understand the 
lived experience of disability-related stigma? 
How do we ensure that the experiences of 
students with disabilities are not disregarded, 
disappeared, or erased, and that the same 
stigma and barriers are not perpetuated—
simply rebranded with a new name? How 
might we create opportunities to better 
prepare our students for their futures by 
including disability history and the disability 
rights movement in social justice curriculum? 

Discussing and answering these questions 
would be a move toward justice. When 
disability and the stories and perspectives of 
disabled people are included in the context 
of human rights and social justice discussions, 
our understanding deepens and creates space 
to consider accessibility, accommodations, 
fairness, and bias— making our school 
communities better and more inclusive 
for everyone. 

#NotSpecialNeeds 
#SayTheWord 
Many of the disabled adults I know actually 
prefer the word “disabled” over the 
euphemisms designed to avoid the term. 

Below: the author’s son

 When I use the term 
disabled, I sometimes see 
people politely work to hide 
a raised eyebrow.”
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Image 26. Teacher: Article 2 – Page 2. 
Note. Reprinted with permission (Kelley, 2019a; BCTF Teacher: Jan/Feb, 2019); see 
above for full text. 

~ 

Some people are confused by this, because 
it is counter-intuitive to the discourse and 
master narrative. However, for me, my 
family members, and others in the disability 
community, we understand that we are a 
part of a broader group with a particular 
history. Disability is a part of an identity 
we claim with pride. Yes, we experience 
difficulties, but we acknowledge that 
disability is a natural part of the full range 
of human experience, and we have our 
own stories. As someone who identifies as 
neurodivergent, is the parent of an autistic 
son, and with many years experience as an 

integration and inclusion teacher, I’m well 
aware of the significance of language. 

A shift away from the notion of special 
also creates an opportunity to move the 
discussion toward the idea that the needs of 
all students are actually the same: the need 
to have access to education, to belong, to be 
safe, cared for, respected, honoured, heard 
and supported to be self-determining. 

The Ministry of Education is considering 
categorization and the framing of disability 
—here lies an opportunity to move in a 
different direction. It is a profound act of 
solidarity to interrogate how systems and 
attitudes have been shaped by avoiding 
the word disability. What might be possible 
when there is space in our classrooms to talk 
about disability, as a normal part of human 
experience—an identity uncoupled from 
shame? Let’s have the difficult conversations 
and examine our attitudes about disability, 
and re-imagine inclusion in our classrooms, 
schools, communities—and in our lives.
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I am/have been looking for opportunities – gaps where I might find a place to step 

in – cultivate space for teaching and conversations – to assist educators (and others) in 

encountering the ideas of disability studies in education, and be introduced to other 

models or lenses through which to understand disability – beyond the medical model. 

When educators are provided the framework to reconsider our understanding of disability 

from a less pathologized perspective, opportunities are created for our students and for 

ourselves to critically examine our assumptions and biases about disability. 

Also, part of my job has been to visit classrooms and work alongside teachers 

when there is a student who is struggling. I’m positioned to observe wonderful things 

going on in so many of these classrooms, and also to influence the way teachers respond 

to students, by offering a lens for teachers to understand how students might be supported 

differently, locating the “problem” (air quotes) of the behaviour or struggle outside of the 

student (Van der Klift & Kunc, 2019; Ware, 2008). Teachers often have little background 

in understanding disability beyond the google-a-special-need-and-never-talk-to-a-

disabled-person presentation assignment in the special education course they (maybe) 

took in teacher training.67 

By connecting the ideas of disability studies to our classrooms, teachers can begin 

to create opportunities for disabled students to understand their history, and perhaps assist 

them to situate themselves within a larger social justice movement. Perhaps, with a 

different lens, disabled students can understand their experiences in the context of a 

complicated history and see themselves as part of another chapter of a longer story – a 

story that includes them. 

To me, the real tragedy of disability is when disabled students don’t know they 

have the right to contest the problematic identities they have been assigned, and that they 

can reject the message that they must conform in order to be accepted, valued, or to 

belong. 

Unfortunately, the same can be true for parents. 

I listen to parents discussing the challenges they face and sharing the aspects they 

dislike about their child’s disability, without understanding that these struggles are 

frequently related to the unnamed systemic ableism they encounter,68 rather than their 

child. I have seen how easily discrimination is misunderstood as something located 
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within the child, rather than framed as the consequence of a lack of acceptance by ableist 

society. 

Briefly, the medicalization of disability casts human variation as a deviance 
from the norm, as pathological condition, as deficit, and significantly, as an 
individual burden and personal tragedy. 

Society, in agreeing to assign medical meaning to disability, colludes to 
keep the issue within the purview of the medical establishment, to keep it a 
personal matter and “treat” the condition and the person with the condition, 
rather than “treating” the social processes and policies that constrict 
disabled people’s lives. The disability studies’ and disability rights 
movement’s position is critical of the domination of the medical definition 
and views it as a major stumbling block to the reinterpretation of disability 
as a political category and to the social changes that could follow such a 
shift. (Linton, 1998, Claiming Disability, p. 11) 

I want my son and people like him – and people like me – to feel that disability is 

fully part of the social justice agenda. That this has not been the case, reveals the extent 

to which disabled people have been excluded, ignored and dehumanized,69 and reinforces 

that we must acknowledge in our structures and practices that disability rights are human 

rights. James Charlton’s (1998) autobiographically informed study of the disability rights 

movement, stresses the need for changes in policy and attitude, protesting “conditions 

that cry out for attention and are, in themselves, a fundamental critique of the world 

order” (p. 5) calling the disability rights movement “an epistemological break with the 

old thinking about disability” (p. 5). 

To begin, we can be allies with our students. As educators we can take disability 

rights up as a social justice issue and be there with them as co-conspirators in addressing 

ableism. We can raise children, and we can graduate students who transition to 

adulthood, reinforcing to them that they are not broken. We can build understanding that 

disability is not a negative attribute and teach students to identify and reject negative 

stigma – and to resist with pride. 

~ 
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When does empirical research and professional expertise contribute to 
oppression? Often with the best of intentions, educators, scholars and 
human service professionals have generated and used research in the hopes 
that it will further the inclusion of disabled people. The danger is that this 
knowledge is often seen to supersede the actual lived experience of the very 
people it claims to support. 

When certain behavioural interventions are contested as problematic by the 
people who experience them, and when certain communication preferences 
are deemed not credible, the professional response is too often to dismiss 
those dissenting voices as ‘merely anecdotal.’ 

Perhaps what this movement needs most from professionals at this point in 
time is a renewed and unwavering commitment to honour the perspective 
and agency of disabled people. What disabled people need most are fellow 
activists. 

Perhaps this movement can take a page from indigenous people, who are 
currently asking not for allies, but accomplices in their struggle. Perhaps 
this saying from indigenous culture says it best: If you are here to save me, 

you can leave now – but if your liberation is tied up with mine, you are 

welcome at my fire.  

Emma Van der Klift & Norman Kunc (2015)  
TASH Conference 

~ 
  



 

120 

Harrison was Kicked out of KMS Tools 

December 2017 

It was the second Friday of December, and I was out of town at a 
conference, when I received a text message from my son that he had been 
kicked out of a hardware store that he likes to frequent. Harrison has always 
loved hardware stores: systemically taking in each aisle, looking at metal 
bits and wood and tools and blades and shiny possibility. When he was a 
preschooler, taking him to the hardware store for an outing was like a trip 
to the zoo would be for another kid – it was an adventure. As time has 
passed, he now takes himself to the hardware store in current favour. He 
takes pride in spending his money on things of great importance – and 
currently his store of favour is a fairly new one in our community, KMS 

Tools. In my mind it is a grand thing that he makes decisions about his 
purchases without consulting Craig or me. It marks his growing 
independence and self-determination. 

When I got the text message – right away my heart was in my throat. OMG 

– What?!?! 

My mind went spinning back to the fall of 2016 when he had been kicked 
out of Pioneer Buildall, another hardware store in our community. 

My thinking immediately began to surge toward panic and wanting to 
protect my son – and a flash of fear that he might not be safe. I pushed that 
back… whispered to the people at my table that something had come up 
with my son and I needed to leave the session to support him. 

Harrison gave me more detail of his story over the phone – his breathless 
and rushed delivery revealing his distress. He explained, he had left his bag 
at the front counter when he entered the store, and had then been looking 
around – like he does. I could envision him easily: a slow ambling move 
down the aisle, contemplating possibility, taking in the calming and 
restorative pleasure of one of his favourite places, hands clasped behind his 
back – pacing – imagining… 

He explained that he was kicked out and told he fit some sort of profile. 

He had now returned and was safe at Gord’s Shop, his placement for his 
Grade 12 Work Experience. I spoke to Gord (Harrison’s work experience 
sponsor) as well. They were both livid, and rightly so. Gord was considering 
contacting the press – though I was concerned that might not be in my son’s 
best interest – particularly since I understand the way that stories can be 
twisted, combined with the potential liability that the coverage would likely 
be ableist and might further victimize or objectify my son as a disabled 
person. 
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And so, my role shifted slightly, as I acknowledged their anger, and then 
suggested to my son that he was completely right and justified in his feelings 
– but that making decisions when in a place of intense anger is at times 
tricky. It is okay to take some time… I suggested the same to Gord. 

But I don’t want to tell the story as an accounting of what happened– and I 
need to get to the important stuff: the flash of anger and fear that now 
Harrison is 19-years-old and perhaps the law had been involved – and what 
that can mean for a disabled adult who communicates and moves 
differently. Simply walking while Autistic should not create additional 
vulnerability. 

As well, my anger and outrage may have been more quickly sparked as this 
was the second time my son had been tossed from a hardware store in our 
community – because the way he moves and communicates is somehow 
suspect, and his disabled way of being in the world is potentially being 
criminalized. He was told he fit a profile. Profiling people is potentially a 
human rights violation. 

Simply walking while Autistic should not create additional vulnerability – 
but it does. 

Gord was insistent that the manager come over to his shop and apologize to 
Harrison. However, when he did so, the manager was unable to explain to 
Harrison specifically why he was ejected – nor would he confirm for my 
son that he would be welcomed in the store the next time he ventured in. 
Further, the manager was unable or unwilling to explain more about the 

profile that my son apparently fit. The manager gave him a 25$ gift card for 
the store, but Harrison felt this was really quite meaningless as the apology 
had been insincere or non-existent and there was no plan for positive steps 
to remedy the situation. 

I pushed my own anger and outrage back – for a couple of reasons – anger 
and outrage were already well covered by Gord and my son – and also… 
Gord was advocating with Harrison. 

Mind your place, Leah… this is another opportunity to step back. 

Gord contacted the head office of the store, and together they planned a 
training for the staff, involving a presentation of some kind from a parent-
run autism organization in BC, and Harrison, our family, and Gord. So – as 
it turns out – in the near future – we will be invited to have dinner with the 
staff of KMS tools and participate in the process as they undertake some 
‘training.’ 

I am a bit worried about what the people from the autism organization might 
convey with their message, and that it might be laden with and reinforcing 
of the usual ableist autism myths. I am planning to talk to Harrison about 
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my concerns and to together plan strategies to give him opportunities to 
present alternative views if needed. I might interrupt and say, “Excuse me 

for a moment – I am wondering… Harrison, if you might have another 

perspective about this that you would like to share?” and open and ensure 
the space for him to do so. If he declines and says no… I might then step in 
and say, “Well actually… I have something to add…” (Journal, December 
8, 2017) 

January 6, 2018 

Harrison and I briefly discussed the plans for this coming Wednesday night 
and I explained that the society sending a person to present about autism is 
a parent-run organization. I thought it was important to share that I 
anticipated that we might not agree with some of what they convey in the 
‘training’ they were planning to provide. 

He immediately responded in that way he has of cutting to the heart of 
things, “You mean they might be ableist assholes?!?” 

I suggested, “Well, that might not be the most useful way to frame it – but 

the essence is accurate – and we need a plan. If you hear something you are 

bothered by – that you feel is stigmatizing or inaccurate – you should feel 

you can speak up. And if I do not agree with something that the autism 

organization is sharing, I will interrupt, and perhaps first offer you the 

chance to speak. And you can do so – or say you think it is ableist and ask 

me to speak to it further. I want you to know that it is important to say what 

you think and that you have a right to do so.” (Journal, January 6, 2018) 

January 11, 2018 

We had the meeting at KMS tools. I would like to begin by confirming that 
I was successful in being relatively well-behaved. I was reminded by Emma 
to listen – and let other people do the work of discrediting themselves. 

LISTEN and wait… breathe… 

The guy from the parent-run autism society was set up with a power point 
presentation, and with three rows of chairs facing him – behind the chairs 
was a table ready for dinner: boxes of pizza, paper plates, napkins, and pop. 

After a brief introduction from the General Manager for all of KMS’s BC 
stores, Harrison was invited to open the evening by recounting what had 
happened to him… and how he had been treated. 

I worked to not tear up… unsuccessfully. 

Harrison told his tale, as conveyed previously, though he added that when 
he was told he needed to leave he responded, “I understand…” and he left. 
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He paused… and the room was silent. 

“And I am 19 – an adult – so ya…” 

He looked up… held his audience… and held his space – owned it… 
waited… 

Then he added… “But I didn’t understand …” 

“By the time I got to Gord’s shop… I was shaking.” 

Those words sat heavy in the room, a few brief lines that captured what it 
is to bear the harsh weight of judgment. A few brief lines – that everyone 
could envision, hear, and begin to understand. 

Harrison walked back the block and a bit to Gord’s shop. A block and a bit 
of not understanding, but still knowing that he’d better comply: internalized 
ableism comes with an understanding that you are less than – and that you 
are vulnerable. 

He was compliant, and I am both grateful and angry about that… for too 
many reasons to tell. 

Harrison shared too, that he has always loved hardware stores, that he loves 
to look at all the things, like someone would at a museum, or an art gallery. 

“Tools – they are my bliss…” 

I think he kinda melted everyone in that moment… 

The vice president of the parent-run autism society followed. He had driven 
from the lower mainland to the valley to do the presentation (a term I use 
loosely): an outdated power point full of text-heavy slides with no images 
and 20-year-old information about autism – delivered with a pedantic and 
plodding let-me-read-each-slide-aloud-to-you way. He introduced himself 
as a parent of a child with autism – who is actually 21 –about whom he 
shared too many private details, including that his son has no friends. It is 
heartbreaking, but somehow unsurprising that this man, who cannot 
pronounce echolalia, who proudly shared that his son had ABA therapy, 
who re-presents fossilized mythology, is perpetuating the grueling 
otherness of autism. 

I could hardly keep my seat… but I held to Emma’s words. 

The presentation was written for parents of small children. It was an intro 
to autism composed of materials centred on the perspectives of parents, and 
saturated with the inherent and pathologizing message about the tragedy of 
autism. 
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I could hardly keep my seat… but I held to Emma’s words. 

I waited and when the time was right, I followed our plan and opened 
opportunity for Harrison to participate – and tell his story, and I slid in my 
bits and comments. 

At one point in his presentation, the parent-run-autism-society-guy shared 
that there are 42,000 Autistic adults in British Columbia, though I am quite 
certain he was careful to use person first language, referring to them as 
adults with autism. I am also certain his highlighted statistic was intended 
as further evidence of the shocking prevalence of autism, and a call to action 
to deal with this urgent problem – the rhetoric of epidemic. 

That was not, however, what I took from it, and I could feel it in the room 
that it was also quickly apparent to the staff of KMS Tools that Autistic 
adults were the people they should be hearing from. 

It was quite beautiful really… 

And fortunately, there was an Autistic adult present in the room. 

When the parent-run-autism-society-guy was talking of sensory issues, 
Harrison stood up and explained why he dresses the way he does: that he 
loves the calming weight of his vintage 1960s wool trench coat, and the 
weight of his wallet with a chain. He showed the messenger bag he always 
carries and some of its contents. He showed his iPad. He shared that he had 
added blacksmithing tongs for tonight’s meeting, proudly holding them up 
– because – tools!! 

The room was won over by this young man… who is the expert on his own 
experiences. 

And that was wonderful… 

However, the evening’s scenario and the events that led up to it, remain a 
sadly typical example of how misunderstood Autistic people are in our 
communities and systems and within our broadly held expectations. 

And seriously – 42,00070 Autistic adults in BC – and it is still considered 
absolutely reasonable to call in a parent-run organization to explain the 
experience of being an Autistic adult… 

After the training session, I left the general manager of KMS tools with a 
bunch of resources I had compiled, written by actually Autistic people – a 

literature arsenal
71 of sorts. 

He was curious and eager to take these to share with his staff at multiple 
stores – and hopefully it is enough to begin to counteract the ableism and 
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exclusion perpetuated by parent-led groups and societies and other 
organizations of their ilk. I also hoped that he would share them with the 
store manager, who was apparently unable to attend the training. 

Later when Harrison and I were discussing/debriefing the dinner and 
meeting – I mentioned that the guy with the power point was the vice 
president of this particular parent-led organization. 

His response… “Wow – if that guy is the Vice President – they must really 

be desperate.” (Journal, January 11, 2018) 

~ 

I should perhaps write more here about understanding that this guy might be new 

to presenting, or that he drove out to the valley to give of his time, or that his intent may 

have been good, but that doesn’t excuse that such structures and organizations are not 

inclusive of disabled people. Rather – it is a story of how often there are those who, 

because they are not otherwise informed, continue to use their privilege to position 

themselves as expert and to promote and perpetuate discriminatory and ableist myths. 

~ 

When it comes to creating policies, starting the planning process or creating 
spaces for inclusion, too often, the voices of disabled people are overridden 
by those of abled allies with mere relational proximity to someone disabled. 
Where feminists see all-male panels on women’s inclusion in executive 
spaces, the same happens with disabled people and their able-bodied allies. 
To be true to the mission of disability inclusion it requires that you think of 
yourself as a vessel to pass along what those in the disabled community has 
expressed rather than being our voice. Taking up space in advocacy on for 
a marginalized group is a privilege; one that you can wield to make the 
public sphere more inclusive or one you can use to center yourself. Ally-
ship requires you to do the former, anything else is a performance. 
(Barbarin, 2018, para. 2) 

~ 
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Leveraging Privilege and Welcoming Dissent 

Through my activism alongside Autistic and other disabled people, I have learned 

to be mindful of my privilege in being positioned as a parent and an educator, and I have 

also learned how the privilege I experience can be successfully leveraged to amplify 

other perspectives. 

There is injustice inherent in the fact that my voice, my credentials, and even my 

writing, receive attention because of my position as a parent and a professional. As an 

activist I am learning that there is a duality to voice and privilege. I may experience less 

power to my voice… I may perceive less privilege in an interaction… fewer rights to 

have my perspective understood… but the space left with my silence may be the space 

needed to allow for the action and empowerment of others. 

Disabled people/disability communities have identified an enormous problem 

related to power structures, where groups and individuals that claim to be working to 

advocate for or support disabled people, often (too often) do so without including their 

voices (Barton, 1996; Bossman, 2015; Brown, 2012a; Carey, Block, & Scotch, 2019; 

Parsloe, 2017; Yergeau, 2018). 

I have witnessed some parents, parent support groups, professionals, and 

organizations lash out in ways that ignore the message and eliminate the potential to learn 

and gain new understanding, accusing Autistic people (and other disabled people) of 

being too angry and dismissing activists as “not at all like my child,” and claiming their 

words are too radical or full of hate (Carey et al., 2019). 

I’ve seen Autistic adults accused of creating divisions in the autism 

community[sic], by parents who then justify their own defensiveness and the act of 

silencing lived experience with phrases like, “We’re all entitled to our opinions” or, 

“Why can’t we all just get along?!?”
72

 or, “We need to find the middle ground.” I have 

become convinced that the middle ground is a lie designed to silence those who will not 

work compliantly to keep the status quo: there can be no compromise when it comes to 

respect and human rights (Kelley, 2015).73 

~ 
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When you’re told by those 
you claim to be advocating for 
that you’re doing it wrong 
and then you cry ‘victim’ 
you’re not listening… 
When you talk of acceptance 
and why this is what you want 
for your Autistic child 
and then you don’t extend that 
to others who share their neurology 
you’re missing the point… 
When you say that you want 
to change the world 
but turn away in discomfort 
from the things YOU could do differently 
opportunity is lost… 
 
 
 
 
 
February 15, 2015 
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Navigating New Seas 

As my son turns 17, and adulthood is perched on the ever-nearing horizon, 
more and more I understand that to cultivate his advocacy skills I have to 
resist the inclination to tame my child. It is a sticky messy thing to unwind 
the resistant teenager from the emerging advocate, and there is fine balance 
here that has me looking carefully indeed. I am fairly certain that I am not 
getting it entirely right, and the reality is that sometimes I am muddling 
through. However, there is learning in the muddling that is also related to 
the way I am able to support my students, and in particular their families in 
valuing, accepting and loving their child and trusting the process of 
development. (Journal, November 2015) 

~ 

The parallel to the silencing of Autistic adults, as previously described, is evident 

to me as I work to support my son (and students) in developing skills to express dissent 

and ensure his ability to be self-determining. When teachers and parents really listen and 

respond to what children and students communicate about what they need, it supports the 

development of a healthy sense of identity and effective advocacy skills. 

Parents, educators, and other professionals have the opportunity to ensure that the 

voices and perspectives of Autistic and other disabled people are heard and respected, 

particularly when we are willing to recognize our privilege in being heard as the loudest 

voices. It is critical to acknowledge that disabled people with lived experience are experts 

in their own lives (Sutton, 2015). When teachers and parents position ourselves alongside 

disabled people in such a way, or step back to clear the stage for other voices, supporting 

changes to the systematic oppression of disabled people becomes a collective 

responsibility. 

~ 
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Welcoming Your Dissent 
I am striving to listen 
to respond to the message 
I need to be welcoming 
to your dissent 
There has to be room for dissent… 
or the ‘yes’ is meaningless 
Honouring you 
your self-determination  
is not about what is easier for me 
at the end of a long day 
or what sounds polite 
There has to be room for dissent… 
or else the ‘yes’ is meaningless 
If you cannot yet use pretty tones 
should your voice be silenced? 
If you cannot yet dance 
should you not be allowed to take a step? 
If you cannot yet sing your advocacy 
must you be silent and surrender yourself? 
Abandon self-determination 
smile your ‘yes’ 
as you bury your soul 
as you lose yourself to my agenda 
There has to be room for dissent 
or the ‘yes’ is meaningless! 
 
 
 
 
January 8, 2013 
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Walking Backward and Local Knowledge 

Yesterday, I went walking with my mother in Ucluelet, along the Pacific 
Ocean on the west coast of Vancouver Island. We were in the parking lot at 
the start of the trail, and I was still awkwardly jostling and inventorying and 
stowing various layers: a water bottle, keys, chapstick, along with my 
camera, in my many-pocketed gortex rain gear. I could feel my mother 
working to be patient while I was applying some imagined math, calculating 
weight vs importance with the variables of changeable weather and my 
questionable prediction skills. She knew I needed to get settled – organized 
– and then peruse the enormous and detailed map of the route to get my 
bearings before setting out. 

And it was in this slow shifting beginning that we met a man who lived 
nearby, who daily walked the Wild Pacific Trail, and who suggested we 
undertake the trek backwards. He shared that the best views would all be 
behind us, over our left shoulders, if we followed the regular direction, 
gently offering that we’d be facing and approaching the vistas and outlooks 
of rugged shoreline and breaking waves if we did the loop in reverse. 

Local knowledge… 

Not conveyed on the elaborate map at the head of the trail… 

We took his advice. 

My friend and colleague, Tanis Sawkins (personal communication, July 9, 
2017), shared the notion of local knowledge in relation to sailing, explaining 
to me that the information drawn upon from local people is often deeper and 
more useful and seldom contained in the navigation charts. She shared that 
the idea of local knowledge has similarly been relevant and has informed 
her approach to travelling and living in different countries and different 
cultures, when she has experienced being the outsider. 

I understand this and make the connection to my experience as an outsider, 
or perhaps more a tentative guest, in Autistic communities. Local 
knowledge and lived experience are more important that the fancy map in 
the parking lot. Local knowledge has information that cannot be conveyed 
by an outsider or a model or a map. 

Drawing upon local knowledge helped my mother and me to go the wrong 
way and learn that it was a better way of seeing and processing and 
experiencing this place. 

So, like I do, I was reflecting upon going backwards and local knowledge 
and perspective-taking and the notion of expert for the entire walk… and 
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the metaphor tumbled around in my mind and became connected to other 
ideas as we made our way, against the grain. 

I took in the jagged coastline and the endless force of the crashing waves 
and the way the wind has shaped the trees’ growth. They are twisted and 
have grown in irregular directions – but they are thriving. They are not trees 
that have grown up straight and tall and as would typically be imagined. 
They have grown the way they needed, to adapt to the environment. 

People too, respond to and are shaped by our environment – the way we 
grow or adapt. Sideways growth and curled and crooked limbs have a 
purpose – useful, and responsive, and beautiful. When we are judged as less 
than, for not fitting the norm, that is when we are harmed. 

I was taken with the construction of the supports along the paths and stairs. 
Unusual and bending branches were incorporated and used as the perfect 
railing or border. The found shapes of the nonconforming bones of trees had 
each been the exact match needed – appreciated… valued… useful and 
perfect as they were. 

I understand there is another way to consider this environment as metaphor 
– as hostile and limiting growth. I can make the connection to my noticings 
that attitudes about students can work as an ever-wearing strain and stress 
upon them – one that can be limiting or prevent them from reaching 
skyward… but I will save that for another walk. (Journal, April 11, 2018) 

 
Image 27. A branch naturally growing in the mobius shape that represents neurodiversity 
(photo). 
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Revisiting Broderick 

I am deep into my research, what I have referred to previously as undermining – 

digging deep and looking below, and it is so complicated. I continue to be stretched – 

completely… 

I recently reread Teacher Counternarratives: Transgressing and ‘Restorying’ 

Disability in Education (Broderick et al., 2012) and it has caught me up short. 

Broderick’s research with newly minted teachers (her former students), reflects on their 

experiences and examines the struggles they experienced in bringing their dual 

certification (General Education and Disability Studies in Education – DSE) perspectives 

to schools and classrooms. 

Rereading Broderick’s article is a stop moment (Fels & Belliveau, 2008) that has 

me rethinking my perspective and my multiple roles, particularly when I consider that I 

have been so focused upon the importance of connecting the ideas of disability studies to 

Educational Practice in British Columbia. Broderick’s research was published in 2012, 

but reflects the experiences of educators who were preservice teachers in 2008 and 2009. 

Connecting educators to DSE ideas – is not new… I know… people have been trying to 

do this work… 

Supporting preservice teachers with the knowledge and understanding of DSE and 

then releasing them into current systems is not, in itself, enough. 

A DSE perspective in and of itself is insufficient grounding for 
understanding and deconstructing the multiple intersecting bases upon 
which so many students experience marginalisation and exclusion in 
schools. (Broderick et al., 2012, p. 838) 

I cannot help but ponder, perhaps special education as a system and the notion of 

special education may be a barrier that is so entrenched and so entwined with the medical 

model, that we cannot move forward without ripping it out like the morning glory that is 

strangling my hydrangeas. The most I seem to be able to do in my garden is to keep this 

unwanted vine loosely under control, but that morning glory keeps winding back its hold, 

and even when I am convinced I have undermined it at its roots, there is a rhizomatic 

fiercening. I am not saying that I am giving up – but it wouldn’t be a lie if I told you that 
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I have taken to realizing that I am learning to accept that I can only barely contain the 

medusa-like onslaught. 

I would like to say I am talking about the rhizomatic theories of Deleuze and 

Guattari (1987) here – but I am really talking about my garden… or maybe I am not… 

Perhaps I should be delving into more theoretical research about systems change. As I 

explore, I stumble across information that Rhizomatic Activism (Reynolds, 2014) is a 

thing as well – and I find myself resisting the urge to burry down and investigate that 

further… and thus adventure on another fascinating tangent. 

I do want to do it all… it is ridiculous and awesome, but I have to choose my 

focus. 

I want to focus upon connecting DSE to educational practice. 

I am trying to express how conflicted I am feeling. I struggle so to locate myself 

and my research within a singular perspective that captures and attends to the 

complexities that are making themselves known to me. I know it is impossible… 

~ 

From a public-school teacher and BCTF union member perspective – I have grave 

concerns about the BC Ministry of Education’s proposed changes to their mandate 

around identifying and designating and funding special education categories. I am 

concerned that such changes could be a tactic designed as an end-run around the BCTF’s 

2016 Supreme Court of Canada win to restore language about class size and composition, 

that was illegally ripped from our contract in 2002, a move that may act to further erode a 

system that is lacking in resources. The teachers of British Columbia engaged in a hard-

won battle (or more accurately 14 years of battles) composed of protests, work to rule, 

walk-outs, strikes, and legal action, against a provincial government hellbent on 

dismantling public education. My teaching colleagues and I have fought hard, walked the 

picket lines, sacrificed wages – committed to the importance of securing language on 

class size and composition. We have maintained that teachers’ working conditions are 

inherently linked to students’ learning environment. 
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Teachers need support, and smaller class sizes… students need support and 

smaller class sizes. 

However, I must ask, what if everything we lost was restored – and bolstered with 

additional funding and support? I ask a very difficult question: What would be different? 

The disability rights activist within me welcomes the end of the notion of special 

education, but I am also concerned that the move to end the categorization of disability 

may erase the experiences and perspectives of disabled students, and the need for 

accommodations that are specific, and subsequently leave schools in an untenable 

position to support them. I wonder at the idea of welcoming diversity, and the notion of 

full inclusion, but then I cannot help but imagine a countering statement like: “Well we 

didn’t mean you. You are too outside the realm of what we are able to offer. We simply 

lack the training or the resources.” 

I am frightened, too, by the idea that the language of inclusion and diversity may 

not only ‘disappear’ disability, but it may also function to download further stress and 

responsibility upon the classroom teacher (Sawka, 2019) – implying that if they were just 

doing a better job in implementing the new curriculum with its big ideas and structure 

designed to offer personalized learning for every student– then there would be no issue. 

How do I reconcile these thoughts, and then stir in the additional complexities that 

many teachers in British Columbia are just beginning to have the opportunity to 

encounter disability studies in education… 

How do I pull these threads apart – and align them with my sense that it is 

foundational to my pedagogy and of critical importance to give classroom teachers the 

tools and skills and resources to be able to support and include every child in their class? 

A new curriculum and the ending of categorization is not in itself enough to be able to 

accomplish such a goal. I fear, however well researched and well-intended these goals 

may be, they may serve to make things worse. 

On a grand scale – and I do not mean in individual classrooms or with individual 

students in particular schools, but on a grand scale – what we are currently doing is not 

working for many students. Change is needed, but I am troubled and wondering how can 

I write here about the dangers of erasing categorization in one paragraph – and the very 

need to do so in another? 
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And my thinking returns to Broderick and her students’ experiences and struggle 

with bringing a DES perspective to their classrooms. 

And then reading back, Broderick also gives me hope: 

Obviously, there is a wide range of ways in which we work as teachers to 
transgress dominant narratives about disability in schooling and to forge 
counternarratives that are in closer alignment with our own visions and 
beliefs about curriculum, schooling, disability/ability and social justice in 
schools. Figuring out how to better support this work is the ongoing task of 
the inclusive teacher educator. (Broderick et al., 2012, p. 836) 

I also relate to Broderick’s contention “…that there is a ‘disconnect’ between the 

everyday experiences of many teachers of students with labelled disabilities in public 

schools and the DSE perspective on inclusive schooling that we came to hold and to 

strongly advocate for…” 

I hold with appreciation the additional articulation 

that we do not wish to invoke the often-cited reductionist and technorational 
claims of a ‘gap’ between ‘theory and practice’. We understand and 
embrace the nature of the political work of schooling and have come to 
expect to live with conflict, ambiguity, complexity and tensions in the lives 
we pursue as teachers. (Broderick et al., 2012, p. 829) 

I am wondering, if we are perhaps now uniquely and timely situated, and if there 

is a sea change that has the potential to position educational practice in British Columbia 

within a reimagined framework where the ideas of disability studies in education can gain 

traction… or perhaps more – find place to become rooted. I want us to fight for that. 

My contribution to social justice work within my union is important. I will 

continue to inquire, how can I position my work and stories and understanding with 

others so that we are able to collaborate and bring other people in? 

 

 

~ 
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Turn Their Head a Little Bit… 

After Harrison completed Grade 12 in June of 2018, he was accepted into a 
one-year workplace employment program at the University of the Fraser 
Valley for students with Disability. In July 2018, prior to the start of the fall 
term, it seemed timely to discuss how some of the other students might not 
have the same background in understanding disability as identity and 
disability pride as he does. 

Harrison had been enrolled in a distance education school for the past 9 
years, and had seldom encountered people who were not immersed in 
disability culture and pride, having been (quite deliberately) surrounded by 
activist mentors and friends in disability communities. I wanted him to 
consider that the other students may have only ever been told that 
individuals, such as himself, were ‘special’ …and never even heard of 
ableism. 

I suggested, “So, people might have been hearing their whole lives from 

their parents and from their schooling that disability is a word you 

shouldn’t use and that they have ‘special needs’ and that they’re special.” 

Harrison added, “Ya, well they are probably not hearing those from people 

with disabilities so…” 

There was a comfortable but lengthy pause, and then he went on to explain 
his notion of gently offering another perspective, “Um… so I was thinking… 

about the TASK Program: Try to turn their heads a little bit. Like… it’s 

kinda of like… Xbox or Playstation: one has more benefits or slightly better 

benefits. Some people like one more than the other. Like that sort of thing, 

but with disability.” 

I checked my understanding, “So to just kinda clunk them on the head with 

ideas about ableism and other things might be harsh, but your notion of 

turning their head a little bit… showing them there is another way…” 

“Yes,” he confirmed, “like considering Xbox or Playstation,” 

“Oh…” I tried to keep pace, “It is a metaphor… and in doing that you’re 

not suggesting, ‘what you’ve been doing is bad’ even though you and I 

might think there are negative things about that…” 

“Ya… Just think about a different view,” he cut me off (or perhaps 
graciously supported my ongoing struggle to process all things gaming), 
“And just turn their head a little bit…” 

“That’s beautiful,” I added, quite completely blown away. 
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Harrison confirmed, “Ya…” and we were both quiet for a long time after 
that.  

There was nothing more to say. (Harrison Scott, personal communication, 
July 7, 2018) 

 

 

 

As I am making my way I am realizing the wisdom and importance of my son’s 

message. I think back to our conversation and I appreciate the way he conveys a 

certainty, a faith, and an inherent understanding that people might move at a pace that 

might be different from his own. Harrison holds space for others, in a beautiful way that 

reminds me of my father. I will carry his honouring words with me in my next steps as I 

continue to collaborate with others to bring about change: we just have to turn their head 

a little bit. 

 

 

~ 
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The Importance of Language 

I wrote a third article for the BCTF Teacher Magazine, published in the 

November/December 2019 edition. I am also excited to be collaborating with Raegan 

Sawka, a teacher, activist, and parent, from Prince Rupert, with plans to create an 

additional piece on Ableist Language and Alternatives for a subsequent issue. We plan to 

work on this article later in the year, and are exploring the idea of creating a visual that 

could be posted up for reference. This is a project that aligns with the work of The 

Committee for Action for Social Justice (BCTF CASJ) – where I am now a committee 

member, and I am excited that the visual could become a resource available for teachers 

and classrooms in poster format. To say I am thrilled – would be an understatement. 

~ 

Talking Language: Ableism and Opportunity [Teacher: Article 3] 

I’ve been learning about ableism and the evolution of the language we use 
to talk about disability and uncovering the way we use this language in other 
contexts. I have observed that the language of disability is so commonly 
used as a pejorative that we have become accustomed to it and do not notice 
or question its impact. 

Biases toward disability are engrained in our systems and structures… and 
this is reflected in our language. As educators we are not alone in these 
biases; they are buttressed not only by a myriad of interactions with 
colleagues, teacher education courses, and even our own experiences as 
students in school, but by a society that perpetuates stereotypes; through 
books and movies and popular culture. 

It can be uncomfortable when we are asked to question the assumptions and 
biases that may be at the foundation of our practice, but it is a necessary 
first step in making change. 

So here is a story about me… getting it wrong: 

I’d been blogging for a few years when it came to my attention through 
some of the Autistic people I’d met online that my use of the term ASD 
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(Autism Spectrum Disorder) was considered problematic. I had it scattered 
through posts and on the footer of every page of my blog. 

ASD is a medical term [from the Diagnostic and Statistical Manual of the 

American Psychological Association (American Psychiatric Association, 
2013)] and commonly used by professionals, schools and even parents to 
refer to Autistic people in the diagnostic and assessment process. I wasn’t 
sure what the problem was. 

What I learned was that calling autism a ‘disorder’ pathologizes Autistic 
people and implies that the non-autistic experience is superior (Walker, 
2012) and also implies that an Autistic person is somehow broken or less 

than. 

It took me time to understand this… just like it took me time to understand 
that identity first language (IFL) rather than person first language (PFL) was 
the preference of many disabled people (Gernsbacher, 2017; Kapp et al., 
2013; Kenny et al., 2016; Kim, 2014; Sinclair, 2013). This is opposite to 
what I was taught at university… and in 35 years, not a lot has changed. 

Even so, this understanding didn’t happen with the flick of a switch. It was 
a process… and it took time. During this process I read and encountered all 
sorts of perspectives. I learned about the neurodiversity paradigm 
(footnoted in original) and became immersed in Autistic, Neurodivergent 
and otherwise disabled communities. 

My understanding about the pejorative nature of the term ASD was one of 
those “stop” moments (Fels & Belliveau, 2008): a pivotal moment of 
realization, and an opportunity to move – or not – in another direction. 

I was gutted. I thought I’d been working to support and be alongside people 
in pushing back against negative stigma, but it sent me reeling to find that I 
was actually adding to stigma: How could I have missed that calling autism 

a disorder was inherently problematic? 

It was the antithesis of my intent. However, intent didn’t matter, because 
intent centres my experience as the important one – and this wasn’t about 
me or my feelings. Saying it was NOT my intent, would have missed the 
point and functioned as an excuse to hide behind. 

I spent the weekend searching out the term and changing my entire blog. 
Once you know better… you do better… 

I replaced ‘ASD’ and ‘disorder’ with carefully crafted language that spoke 
of supporting those whose lives were ‘touched by autism.’ I thought this 
statement was beautifully inclusive of both Autistic people and those who 
support them. 
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However, around 2016, it came to my attention that being ‘touched by 
autism’ was seen as similar to the idea of ‘living with autism’; considered 
coopting of identity as well as being an unhelpful personification. Had the 
language shifted again… or had my understanding deepened? 

Rewind …once again, intent didn’t matter: know better… do better… 

This time I checked my replacement words with my Autistic friends and 
didn’t feel so gutted. I just hunkered down and fixed it. 

Unfortunately, this phrase 
wasn’t only in my blog; it 
was also inscribed on the 
beautiful satiny-feel business 
cards I’d printed for my 
blog… hundreds of them. I 
stopped giving them out, 
embarrassed to share them 
but also unable to afford new 
ones. 

And then… I started writing 
on them: scratching out the 
old words and hand-writing 
in new ones in their place. 

These days I share these cards with people, explaining, “We may not get 
this right the first time. It is a journey… but it’s how we respond to what we 
learn that counts.” 

The cards are a metaphor: learning is a process and in making that process 
explicit, we can share it with others for a positive impact. These days I speak 
to my colleagues about how the prevalence of ableist language means we 
often don’t even know we’re using it. 

“Wow, what a hard day. It was crazy!” 

Oh – pardon me – I am working hard to shift my language and not use 

disability slurs like ‘crazy’. Let me try again: Wow, what a hard day. It was 

ridiculous. It was wild! It was unnerving – I am exhausted.” 

 Or… 

“I am so tired of that lame photocopier. 

Ooops – lemme try again. I am so tired of that irritating and unreliable 
photocopier. I am trying not to use words like ‘lame’ in a pejorative way.” 

Image 28. Altered business cards for my blog (photo). 
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When I offer alternative language and phrases for others, it supports me in 
becoming increasingly aware of my own language as well. I don’t want my 
colleagues to feel criticized, so I use my learning and my missteps as a way 
to build understanding. Highlighting and making explicit the effort to 
change my language creates an opportunity – an invitation, or a calling in – 
rather than calling out of others. 

~ 
Language is political in disability communities and I am now deliberate 
about how I use it. My use of language is a way to demonstrate solidarity. I 
am willing to be guided by other voices and perspectives to step back and 
let them take the lead. 

Language is dynamic: 

it shifts and changes and takes on meanings that are sometimes unintended. 
Language comes with history beyond etymology. Words become connected 
to meanings that require us to view them through a social justice lens, 
centering the perspectives of those who have been stigmatized and 
oppressed. 

Language has power, and through considered use of language, we can work 
together to use this power to bring about positive change. 

Transcript of BCTF Teacher Article  
November/December 2019 publication 

(Reprinted with permission) 
 



 

142 

 
Image 29. Teacher: Article 3 – Page 1. 
Note. Reprinted with permission (Kelley, 2019b; BCTF Teacher: Nov/Dec 2019); see above for 

full text. 
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Talking language:
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Ableism and opportunity
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Image 30. Teacher: Article 3 – Page 2. 
Note. Reprinted with permission (Kelley, 2019b; BCTF Teacher: Nov/Dec 2019); see above for 

full text. 
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Ableism on a Sticky Note 

I was visiting a Grade 7 classroom in December 2019, where the teacher 
was supporting her students and facilitating a class meeting. I was a fly on 
the wall, watching and listening, as the teacher gently corralled her class 
into a circle, with the intent to discuss gossip and assumptions and treating 
others with respect. But that’s not how it played out as the discussion 
evolved, which I sensed took the teacher by surprise. 

The class had an agenda of their own, and it involved talking about 
disability and judgment and different ways of being, including discussing 
an autistic student, who was also a member of the class and part of the circle. 
The class spoke with such sensitivity and care, and there was this moment 
when a student brought the point home that what they were discussing was 
discrimination, in the way that racism is discrimination. 

The student stopped what they were saying – and I could see the connection 
for them becoming more of specific as they looked around the room at their 
classmates. They paused, and what they said next made my heart soar: “We 
need a word, a word like racism, except for when people have a disability. 
We need a word for the way students with disabilities are not treated with 
respect or accepted for who they are.” 

I could barely keep my seat, and I dug deep to keep my eyes from tearing 
up. I was moved and so impressed by these young people and the 
sophistication of their conversation, and even more so by the student’s 
query and search for language to capture their thinking. It was not my role 
to step into the discussion, but after the class I slipped the teacher a post-it-
note with information and a brief definition, and I explained, “Your students 
need this word – the word and idea that they’re searching for is ableism.” 

The teacher lit up, declaring that she would share this with her students the 
next class. Here’s another thing, something I think bears mentioning 
because it also pushes back against assumptions: this was not only a class 
of grade 7 students, it was their math/science class that I had the privilege 
of visiting. 

The following week I had the opportunity to connect with the same teacher 
and she shared with me how excited her students were to be offered the 
word ableism. 

Language is important… it shapes our ideas. Language is intrinsically 
knitted together with our process of understanding: sometimes the 
understanding comes before the word, and sometimes the existence of the 
language creates space for understanding to emerge. 

So much is possible when teachers have information about disability and 
disability rights and the opportunity to understand and word ableism. 
(Journal, December 2019) 
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~ 
Cochran-Smith and Lytle (2009) encourage my understanding that the reflexive 

practice of educators inherent in practitioner inquiry is an intrinsic and necessary part of 

broader movements for social change, social justice, and human rights within our 

classrooms, our schools, and beyond. 

The view of practice we are forwarding here includes the idea that 
pedagogies and strategies for transformative change are invented, 
reinvented, and continuously negotiated with learners, colleagues, and 
families in classrooms, schools, communities, and other educational 
settings. (p. 133) 

As an activist, living the connections and the commitment to working toward 

change is critical (however painfully slow it can feel at times) – and this too is my 

practice – and it informs my practice. There are multiple layers: conflicting tensions of 

frustration and hope and love and impatience and urgency, which sometimes feel 

impossible to reconcile. As I explore and navigate the complexities I have encountered 

within my research, the multiple layers work together – are woven like fabric to create 

something that is important in a very real, concrete way. The tensions I experience layer 

upon each other and weave together in a cyclical way that makes each more relevant and 

practical and authentic. It is recursive. 

Educators/academics so often talk about inclusion as a thing to do to/with others – 

yet are so seldom encouraged to draw upon inclusive practices by informing pedagogy 

with the perspectives, voices, ethnography, and community scholarship, of 

Neurodivergent and other disabled people. However, I am understanding that drawing in 

the perspectives of those with lived experience is not, in itself, enough, if we are not also 

given the opportunity to consider and interrogate the way we conceive of disability. More 

than ever, I am understanding the importance of reframing inclusion through the lens of 

disability studies in order to conceptualize disability through alternative models. I have 

also been considering my work with pre-service teachers, and my call for them to take up 

a spot in their social justice committees – and also take on the weight of using and 

explaining the nuance of identity first vs. person first language – as an act of solidarity. 
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Addressing Ableism (January 2020) 

I spent two days at the BCTF (BC Teachers Federation) main office in Vancouver 

this past week, working with three other teachers to develop a workshop on Ableism, 

which includes facilitator’s and participants’ guides, handouts, and other supporting 

information, resources, and articles. 

We are tasked with structuring/developing the workshop, however other 

facilitators will be trained to be delivering it, so we have been mindful to ensure that the 

integrity will be supported with information is that is concise and very deliberately 

constructed. We outlined the objectives for the workshop as follows: 

 

Understanding the term ableism offers us the language to frame the concept 
of discrimination experienced by people with disabilities/disabled people. 

Understanding ableism affects the way we view disability and creates an 
opportunity to understand that disability is a normal part of the human 
experience. 

Understanding ableism helps us to unify our communities to be more 
respectful and inclusive. 

Understanding ableism helps us to guide our practice by centering the 
perspectives and experiences of people with disabilities/disabled people. 

Understanding ableism gives us the tools to identify and fight stigma. 

Understanding and addressing ableism creates opportunities to cultivate 
disability pride, in ourselves, our students, and beyond. (BCTF, 2020, p. 1) 

~ 
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I am excited about the 

potential of the workshop on ableism 

to spread and amplify the work of 

disabled writers and activists and get 

these into the hands of classroom 

teachers. We have the opportunity to 

include links to articles or blogs for 

teachers to read, discuss, and reflect 

upon as part of the activities. We are 

also planning to include images and 

other resources in the presentation 

that have been created by disabled 

activists, such as Lei Wiley-Mydske’s 

Neurodivergent Narwhals, that explain 

person-first and identity-first 

language.74 

The opportunity to play a role in 

developing the BCTF workshop, Addressing Ableism, has been intrinsically connected to 

my inquiry and working to connect the ideas of disability studies in education (DSE) to 

educational practice in British Columbia. 

I am so moved, and actually kind of overwhelmed when I consider the magnitude, 

that the British Columbia Teachers Federation (BCTF) – my union – is taking such a 

serious stance in supporting the inclusion of disability justice as an important part of our 

work. When it comes time to apply to be trained as a facilitator for the ableism workshop, 

I expect I will find the call irresistible and will toss my cap into the ring, or over the 

fence, or perhaps… overboard… and then I will jump. 

Autistic
&

Proud!

text heretext here
I am Autistic!

No one else can
define me or tell me

who I am!

Image 31. Neurodivergent Narwhals: Language 
Matters created by L. Wiley-Mydske. 
From Language Matters (p. 1) by L. Wiley-

Mydske, 2017, Stanwood, WA: Ed Wiley 

Autism Acceptance Leading Library. 

Reprinted with permission.  
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Arrival Six… A Fine Reach75 

Cultivating Advocacy, Identity, and Pride 

 
Image 32. Harrison’s hands holding a knife he is forging (photo). 
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The assumption that the academy holds a monopoly over the production of 
knowledge is regarded as a key barrier to achieving a more inclusive and 
democratized process of shared learning. Whether adopting the approach of 
public intellectual, engaged researcher or scholar-activist, the sense that the 
academy is also a site of contestation is central to attempts to rethink how, 
where and for whom knowledge is made. (Bhattacharyya & Murji, 2013, 
p. 1366) 

~ 

Activism: Love and Pride 

My activism is central to who I am as a disabled educator, parent, and scholar. My 

collaboration as a moderator and organizer alongside other disabled activists in Parenting 

Autistic Children with Love and Acceptance (PACLA)76 and Boycott Autism Speaks 

(BAS),77 with my own blog (Thirty Days of Autism),78 and now in the BCTF as a 

member of the Committee for Action for Social Justice (CASJ), and as the recently 

elected chair of my local’s Social Justice Committee, connects me to community. My 

activism is a way of understanding and being in the world that teaches that we do not 

have to accept the narratives about ourselves that others are imposing. 

It is an empowered response to injustice. It is  

a deep knowing that we can and must resist. 

~ 

My heart for social justice was cultivated by my parents’ commitment to human 

rights, the peace movement, and the labour movement, and honed with endless hours of 

political discussion at the kitchen table with my father, who was also a teacher. In my 

mind teaching and activism were inseparable – and still are. Activism is part of my 

identity: it gives me purpose, it shapes my communities of practice, and now I am 

working to cultivate opportunities to nurture the passion for social justice in my son. 
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I stand on the shoulders of many 
but perhaps most 
upon the shoulders of my father 
Hoisted high 
on a giant all mine (and my sister’s) 
taller than the crowd 
We were as one 
an artful dodging of overhead 
liabilities 
like doorways and light fixtures 
and inconsiderate ceilings 
 
I remember in the early 70s 
protesting the Vietnam War 
looking up 
from the leg height of so many 
at the skeleton bones  
that people carried as signs 
I felt so small 
 
Until I was lifted 
by the living tower 
that was my father 
I felt the generative power 
and strength 
of voices joined in protest 
And I remember later 
on the steps of the Vancouver Art Gallery 
where after descending  
an Entish79 moving tree 
I rode the cement lion 
like a victor 
 
 
 
October 21, 2015 

  

Image 33. Seven-year-old Leah 
with her father (photo). 
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Activism: Easing Stigma’s Hold 

Some might wonder why I do this activism stuff with my son… and some might 

even think that it would be better to shield him from the ignorance of the media and what 

organizations, like Autism Speaks,
80

 say about Autistic people (Autistic Self Advocacy 

Network, 2009; Carey et al., 2019; Parsloe & Holton, 2018; McGuire, 2016). 

The sad reality is that I have been raising my son in a society that too frequently 

views disability through the lens of tragedy, burden, and hardship (Brown, 2012b; Clare, 

2017; Dawson, 2004; Linton, 1998; Withers, 2012), and too often frames his way of 

processing and interacting with the world as something that is beyond acceptance until it 

is cured or otherwise eradicated (Cage, DiMonaco, & Newell, 2018; Dawson, 2004; 

McGuire, 2016; Williams, 2018). Stigmatizing attitudes about disability, steeped in the 

language of pathology and cost and deficit are pervasive. The prevalence of ableism is so 

vast and dominates the discourse to such a degree that it may not even be seen or 

questioned. Sadly… we may be so used to it that we do not notice it until we see its 

impact on ourselves, or the people we love. 

The metaphors that allude to disability or invoke disability imagery are 
everywhere, and the ideas they are based on are accepted so casually that 
we will have a hard time dissuading people from using them… example[s], 
so subtle and so unexpected that it may slip unchecked into your thinking… 
(Linton, 1998, p. 126) 

It is possible to support our Neurodivergent and other disabled students, to ease them 

from the hold of stigma that they (and their families) are too often internalizing… so we 

can – as educators – nurture students’ sense of self. As educators (and parents) we must 

look closely at our strategies and programs and question their motives and intent. It is 

important to identify and weed out abusive practices and attitudes that suggest that quiet 

hands are better, that stimming
81

 is to be discouraged, or that eye contact is required for 

listening, with the implication that Neurodivergent and other disabled people are a burden 

to be dealt with or managed with compliance-based and evidence-based programs in our 

schools (Bascom, 2011; Bossman, 2015; Jaswal & Akhtar, 2018; Roscigno, 2019; 

Williams, 2019). Emerging research supports the premise that behaviours that are 

commonly seen as problematic, are frequently mechanisms and adaptive strategies that 
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operate to soothe and allow Neurodivergent and other disabled people to navigate the 

world more comfortably (Delahooke, 2019; Watson, 2020). The understanding that 

attempting to eliminate self-created/self-determined accommodations or calming 

behaviours such as stimming, makes navigating the world a much harder or impossible 

task for people like my son, is gradually becoming more widespread. Evidence is 

mounting,82 supporting the move away from the use of control and compliance-based 

strategies, in favour of listening, understanding, and responding relationally, to what 

students are communicating.83 In other words, emerging research is aligning with what 

many disability rights activists have been suggesting for years.84 

~ 

We need to build a world in which all supports are natural supports provided 
unquestioningly, without the feeling of legal or contractual obligation, but 
because of a sense of human dignity and decency, and where those supports 
are not viewed as accommodations for a standard system but natural and 
normal facets of a universally designed system. We need to educate young 
students, young researchers, young clinicians, young educators, and young 
service providers about the diverse and rich history of disability cultures 
and communities in the context of a disability rights activist movement and 
a disability studies interdisciplinary scholarship, and we need to encourage 
and support young disabled people to empower themselves and their peers 
to demand equal access and opportunity and full and equal participation and 
inclusion. We need to educate our children and youth about disability as 
diversity, and we need to incorporate our history into mainstream history. 

Ultimately, we need to challenge the constructions and institutions that 
continue to perpetuate ableism across all facets of society, and we need to 
promote this radical notion that disability is natural and normal – not 
something to be feared or pitied, but something to be welcomed and proudly 
proclaimed. 

Lydia X. Z. Brown (2012a, para. 15–17) 
Autistic Lawyer, Writer, Scholar, Activist,  

Disability in an Ableist World [Web log post] 
Autistic Hoya 

(Reprinted with permission) 
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Our Differences: You are Good at What I am Bad at… and the 
Reverse is Maybe True 

My husband and I recently watched a documentary on Nat King Cole, and in it his 

wife, Maria Cole, was describing how she was good at the things he was bad at, and how 

the reverse was true as well. It was a simple statement, and I suspect she meant it to be 

amusing, but there was also no question that she was speaking truth. 

I looked over at Craig, nodding, “That’s us…” 

He didn’t take his eyes from the screen, but nodded back affirmation in that 

almost imperceptible way that is paired with the implied message, “Sshhhhh – don’t talk 

now – I am watching this.” 

The things I am good at doing or conceptualizing tend to be very different from 

the things he is good at. And in reality, we are good at the things the other struggles 

with… polar opposites… 

We fill in each other’s gaps… and it works so well, because the gaps are filled 

with the ease of abundance. It is easy for Craig to do the things that are difficult for me, 

and the reverse is true. It is a mutually beneficial symbiotic relationship – and we are 

more together. Not in that sappy – you complete me way – but in a very practical – let’s 

get this shit done kinda way. 

~ 

I spend my afternoon reading Maxine Greene (1993). She speaks to me with her 

query: 

I keep pondering the meanings of inclusion and wondering how it can occur 
without the kind of normalization that wipes out differences, forcing them 
to be repressed, to become matters of shame rather than pride. (p. 212) 

Greene (1993) suggests that within narrative practices there “are ways of speaking 

and telling that construct silences, create ‘others,’ invent gradations of social difference 

necessary for the identification of certain kinds of norm” (p. 216). She notes that there is 

a tendency to forget that gradations, hierarchies, and stages of development in our 
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education system “are human constructions and cannot be found in nature any more than 

the perfect triangle can be found” (Greene, 1993, p. 216). 

Turning the pages eagerly, I read: 

Again, it is not a matter of determining the frames into which learners must 

fit, not a matter of having predefined stages in mind. Rather, it would be a 
question of releasing potential learners to order their lived experiences in 
divergent ways, to give them narrative form, to give them voice. Above all, 
the silencing that takes place in many classrooms must be stopped, as must 
the blurring over of differences… 

…We are only now becoming fully aware that it is only when persons are 
enabled to shape their own experiences in their own fashion, when they 
become critical of the mystifications that falsify so much, that they become 
able to name their worlds. At once, they may orient themselves to what they 
conceive as the good. (p. 219, Italics added) 

Greene’s (1993) perspectives on diversity and inclusion resonate and align with 

my premise about the critical role that acceptance plays in supporting disabled people to 

be their authentic selves. And although she does not refer to disability specifically, her 

assertion is in alignment: we must deliberately create situations so that students are able 

to break free and articulate how they are “choosing themselves and what the projects are 

by means of which they can identify themselves” (p. 220) and that “we all need to 

recognize each other in our striving, our becoming, our inventing of the possible” 

(p. 220). 

M. Greene (1993) jostles me to once again consider how important is that 

disability is something we talk about and own, as a valued identity, rather than something 

we hide or even erase. 

~ 
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Against the Presumption of Incompetence 

When parenting both our children, my husband and I tried to make certain 
they knew exactly who they were and hoped they eventually understood 
that the labels they carried were things they could take ownership of and 
apply to help them navigate their lives more effectively. 

Our daughter has a clear idea of the entire scope of her multiracial and 
multicultural identity. Our multiracial, multicultural, nonspeaking autistic 
son is 15. I have tried my best to ensure he knows his heritage despite 
communication challenges. I have found other ways of showing him who 
he is; of indicating to him it is okay to be who he is and that we are proud 
that he is our son as he is. We want him to know we will be doing our best 
to support his efforts to live an autonomous life, and such a life must begin 
with an acceptance of his entire identity. 

My son likes to watch Disney World travel infomercials on YouTube. One 
day he came into the office I share with him to show me a video. The video 
was a Disney Parks episode where parents were describing what the Disney 
experience was like with their daughter, who carried an ID/DD (Intellectual 
Disability/Developmental Disability) label. At the point where she 
described her daughter as having a developmental disability, my son 
stopped the video and put my hand on the child’s image and then placed my 
hand on his head. I shook my head yes in response. I said “Yes, son. You 
are like her. She has a diagnosis of Down Syndrome. You are Autistic.” He 
hugged me and left the room. I stared after him, an emotional mess, stunned 
with surprise, shock, sadness, and relief, unknowingly shedding silent tears 
of pride. 

Knowing ourselves and understanding where we are similar and different 
from others is a life-altering affirmation of one’s competence. My son 
arrived at this understanding and communicated his suspicions to me 
without uttering a word. Grasping the scope of one’s disability is a giant 
step in self-advocacy. 

Kerima Çevik (2018, para. 1–4) 
Writer, Activist, Parent  

The Autism Wars  
(Reprinted with permission) 
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Cultivating Self-understanding, Pride, and Advocacy 

At the intersection of activism and nurturing the development of my Autistic son, 

I am learning about the connection between self-understanding and pride and advocacy 

(Clare, 2009), and the critical importance of my response to his communication. I’ve 

shared what I have observed with the educators and families with whom I work, and I 

have supported my son in presenting the story of his experiences and perspectives 

alongside me at conferences, and in the past few years on his own (Scott, 2017, 2018, 

2019). 

His presentation (and film), Dear Teacher: A Letter from Harrison (Scott, 2013), 

exemplifies the importance of alternative stories. Harrison’s insightful and accessible 

work outlines for teachers (and others) his understanding of his experience as an Autistic 

student and then explains what he needs in order to be supported. Not only does this 

articulate his insight into the way he experiences the world – but it is also an example of 

advocacy for other students. Harrison states,  

I want teachers to understand more about the kids they teach who might be 
a bit like me… and I want kids to learn about self-advocacy and about being 
able to talk about what they need, even though it is not always easy. (Scott, 
2013: 7:45) 

Knowing that ableism exists has supported Harrison in cultivating the skills to 

resist (Bell, 2002). I have also witnessed the way that sharing community with others 

who speak out against ableism continues to ground my son and build his sense of identity 

and understanding of himself as a disabled person who is valued just as he is. I want him 

to understand the social model of disability (Barton, 1996; Oliver, 1996, 2004; 

Shakespeare, 2006, 2010; Withers, 2012) and accept disability as a part of the full range 

of human experience, and not as something he has to hide in order to pass as 

indistinguishable from his non-Autistic peers (Asasumasu, 2010a, 2013b; Boue, 2018; 

Van der Klift, 2019). 

This young man is a beautiful part of the diversity of humanity, and I want him to 

feel pride and comfort in being his authentic self. 

Emma Van der Klift and Norman Kunc (2019) talk about ‘the right to be 

disabled.’ My son understands this right, and he is comfortable and confident to advocate 
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for what he might need – or not need – or need in a different way and he’s developed a 

sensitivity to extend his understanding beyond himself. 

Harrison knows adults who are like him. He is connected to community. He has 

not been siloed and isolated – under the guise of ‘special.’ He knows he experiences both 

privilege and oppression and how his experience of being disabled intersects with the 

lives and stories of other people who face discrimination, exclusion or injustice. 

As I have said before, I see him pushing back against oppression – even when it is 

not about him. It is beautiful… 

Framing disability as a normal part of the human experience is a stance that 

cultivates advocacy in youth. As a parent, I support my Autistic son in pushing back, 

because the action of pushing back and rejecting the pathologized narrative that he is 

somehow broken gives him the authority. As an educator I can support the same 

opportunity for my students and their families, and I can help other educators learn how 

they can support such a process. As an educator and a parent, I want to be attuned to the 

smallest of winds and the currents I might not yet notice, that affect the direction of my 

little sketched boat. It has been, and will continue to be, essential to examine my practice 

through a critical lens, considering underlying mechanisms of control and compliance, 

and how these can counter the development of self-determination for disabled people. 

~ 

Holding Space… 

As adults we must hold space for young people, and nurture their sense of identity 

and caring for the world, so that there is room and opportunity for all their wild and 

wonderful imaginings… and so they can make the world their own. 

The future is not really ours to be imagined – it belongs to our children… 
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Stay grounded 
Take the one next step 
take it firmly and with confidence 
this is the part we can control… 
with deliberation 
 
Deliberately 
liberatingly 
with trust 
in our capacity 
as we hold close 
our understanding 
of possibility 
 
It is the path 
of our children 
that we are laying down 
 
A holding of space 
on a borrowed path 
 
Shared praxis 
deliberate space 
and pace 
to accept them as they are 
a liberating place 
for our children 
to be their authentic selves 
 
Gloriously 
joyously  
at the helm 
self-determining 
living their lives 
stepping into their own  
emergence 
 
 
 
(June 2018) 
 
Image 34. Leah in wolf suit, holding a globe umbrella (drawing). 
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The Key 

This past week, as we were driving to an Autism Acceptance Event,85 
Harrison held up a key. 

 “Look what I have, mom…” 

 “You have a key…” 

 “It is a key to the shop!’ 

[pause – as our eyes catch each other – ensuring that I get that this is BIG] 

His eyes grow wide and at the same time crinkle with the action of his broad 
smile. 

He gives me a beat to ensure I make the connection, then clarifies: “Ya, 

Gord gave me a key to his shop.” 

‘Niiii-ice,’ I respond in that appreciative way of extending a single syllable 
word into two. And I said something like, “Gord knows you are reliable, 

Harrison. You demonstrate that you are a trustworthy person.” And we 
talked more of how this felt for him. 

This key – it is more than the key itself. It is a signifier. 

A symbol of faith, of trust, of presuming competence86… 

Other people see it too – the awesome capability and capacity of this young 
man. 

He is loved – he is trusted – adored beyond the boundaries of me as his mom 
– beyond the boundaries of our home… 

The key is a symbol that Harrison is making his way: finding community 
and building relationships. 

A symbol of reciprocity… 

 Step back a little more, Leah… he’s got this. 

I beam with pride and gratitude – and he does the same… 

I make space for the beautiful natality of this moment. 

Step back a little more and give space for others to connect to this young 

man… 

Step back to make space for this moment of arrival for this spectacular 

human… 

Continue to do so…(Journal, April 2018) 
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Reciprocity 
Be there – steady… 
for the day to day 
the give and take 
steady… 
The reliable hand 
that will wordlessly 
reach out 
to offer support… 
reaches both ways 
The consistency of the background hum 
the constancy that home holds you, 
lifts you, 
home has your back, 
but won’t hold you back 
from your path of becoming 
 
There is not a single release 
not a moment of arrival 
but a continuous flow of re-releasing 
of stepping back 
of changing relations 
renegotiating the lines 
 
A continuous flow of arrival 
met with a hand… 
quietly reaching out 
when you need it 
Steady… steady… 
 
 
 
 
April 2018 
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Keys 

I have a strange collection of keys I keep in a small box. I don’t remember 
which key fits where. Some I am sure open forgotten doors I no longer have 
access to. Others start cars probably long consigned to the scrap heap. But 
still… there is something evocative about a key so I keep them. Keys imply 
things. 

I know a lot of people who share this fascination. Some of them lived years 
in institutions before they were “sprung” and the doors were unlocked. 
Many found other places and ways to live, but others simply moved from 
one locked space to another. One of the issues that some of my friends who 
live in group homes complain loudly about is that they are not allowed to 
have keys – even though they are continually told that these places are “their 
homes.” It’s hard to believe that a physical structure is your home when you 
don’t have the ability to come and go freely. 

Keys are significant! They symbolize autonomy and agency – but also, 
conversely, they can symbolize the opposite – a loss of control and 
autonomy. Peter Park, a dear friend and one of the elder statesmen of the 
People First Movement in Canada, lived 25 years in an institution for people 
with intellectual disabilities. He once told me that the most significant 
moment that symbolized his liberation from a place where he had been 
tortured and confined was when he received the key to his apartment. 
Describing that moment his face was transformed. He was radiant. He held 
his fist up to the sky as if it contained that key and said “I had a key! I had 
a key to my own apartment!” 

Most of us who have not experienced incarceration or enforced control 
seldom reflect on the fact that those who hold keys also hold power. Keys 
can be a tangible reminder of how that power can be used to oppress and 
confine. 

But when a key is given and received as an act of trust and respect – as were 
those keys that Peter and Harrison received – we see that keys can also be 
symbols of something else. Keys can suggest portals, gateways, and doors 
to the unknown. They can suggest agency, opportunity and the power to 
make choices and define a life.  

Emma Van der Klift,  
May 9, 2020 

 (Reprinted with permission) 

 



 

162 

The 10 O’clock Pear and My Freedom 

I had my 10 o’clock pear at 8 this morning. I live a lot of my life like that. 
The cool thing is, I get to make that call. I get to feel the regret for eating 
the pear now, when 10:00 hits. But right now the pleasure of the just ripe, 
just right, pear is still tickling at my taste buds. So, I’ll cope at 10. I will. 
I’ve learned to, because I make tiny little decisions that have tiny little 
consequences all the time. 

The other day I heard a mother say to a teen aged child with a disability, 
“No, you know you don’t have snack until 2.” It was 1:45, I shit you not. 
The girl, looked defiant for a couple of seconds and then sat back into 
compliance. 

 Really? 
 That mattered? 
 Really? 

I know, I know, I know, that I don’t know the people or the situation and 
there very well might have been a reason for the 15 minute delay. So don’t. 
But can we all realize that people with disabilities are over programed, over 
scheduled, over controlled and worst of all, over ruled, all the time. All. 
The. Time. 

Simple requests get called behaviours. 
Realistic disagreement gets called noncompliance. 
There’s a lot more names that we call people with disabilities, isn’t there? 
But when you live in a world where you: 
Have to ask for a snack when others your age simply get what they want 
from the fridge. 
Have to eat on a schedule you didn’t set and probably weren’t consulted 
on. 
Have no flexibility on that schedule or any other schedule. 

Isn’t there a need for even the tiniest of rebellions? 

“Speak up!” “Disagree!” “State Your Point!” I yelled all these things in 
my mind. 

But she doesn’t need my voice. 
She needs her own. 

I pray one day she’ll have one. 

Dave Hingsburger (2017, para. 1–18) 
The 10 O’clock Pear [Web log post] 

(Reprinted with permission) 
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I have witnessed how opportunities to engage in activism grounded my son, and 

reinforced his understanding that he can reject narratives laid upon him as an Autistic 

person, that supplant his own voice. In terms of disability, being involved in this way 

allows him to say, “I reject and refuse to be defined by the predominant narrative. I have 

my own story to tell.” I seek ways to give parents and students and teachers that same 

opportunity: to tell a different story, and perhaps that is what I am doing in my life’s 

work. I am speaking to alternative narratives, that open possibilities beyond the meta 

narratives of those of the beleaguered teacher or that of the grieving parent who has to 

come to terms with having a child that is somehow less than they had imagined,
87

 or the 

problem student who won’t stay focused, or that sinking feeling in my own stomach; I’m 

different, I’m not good enough. Broken. We can offer a narrative that is instead full of 

love and radical acceptance and that says each child is full and whole and complete, and 

says our lives are full and whole and complete. 

 

 

~ 
There is a turning in our lives that holds all who we are within a single 
moment. In our witnessing of a youth who comes into our presence as the 
man he is yet to become, our moral responsibilities within the locations we 
coexist remind us that all that is yet to become is what we now behold and 
hold within this moment. Our challenge in seeking to understand how we 
might be in relationship with others is simultaneously one of invitation and 
resistance – a recognition of relational reciprocity that extends beyond 
obligations and responsibilities into the realm of new imaginings of what 
may become possible if we listen to that which awaits us. (Fels, 2010, p. 8) 

~ 
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Who Would Want A Disabled Child? I Do 

“Well, who would want a Disabled child?” 

Me. 

I wanted a Disabled child. 

I wanted my child from the moment I knew he would be. 

I wanted my child from the second that I saw his beautiful, perfect face. 

I wanted him when he wouldn’t sleep for more than twenty minutes from 
birth due to undiagnosed (at the time) sensory processing disorder. I wanted 
him when he cried and cried because he couldn’t handle the overwhelming 
experience of noises and sounds and colors and touches in this world. Oh, I 
was tired. A lot. But I wanted him. 

I wanted my Disabled child when he tore apart every newspaper in the house 
and silently put them back in order when he was 1. I wanted him when he 
flapped and giggled with happiness at putting all of his cars in order from 
one end of the house to the other. 

I wanted him when he didn’t talk and all the doctors were concerned and I 
first heard the word “Autism” whispered under their breath. As he learned 
to sign and use picture cards, never saying a word… I wanted him then, too. 
When he was frustrated, angry and scared because he could not 
communicate with words like his brain was trying so hard to do… I wanted 
him. 

When we were told “your child will not fit in here” at our neighborhood 
school, I wanted him. I saw his spark and his passion, when all they saw 
were “behaviors”. When they said “not normal”, I saw “exceptional”. And 
not in an inspiration porn-y88 way, but in the way that his gifts, his strengths, 
they overwhelm me. They fill me up and sometimes it’s hard to look at him 
without tears because I just have so much love for this amazing and 
wonderful child. I am so lucky, and he is so, so wanted. 

When his life is complicated, as Disabled lives can be, I wanted him. I want 
him. When the world is pushing us, I will stand with him and we will push 
back together. Because I have never been so sure of anything as I am about 
the value, the beauty, the WORTH of his life. He is wanted. He will always 
be wanted.  

Lei Wiley-Mydske (2014, para. 2–10) 
Excerpt from [Web Log Post] 

Autistic Times Two 

(Reprinted with permission) 
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Pride  

Yesterday Harrison and I attended Pride in New Westminster. It was his 
second year to participate, although last year we went to the parade in 
Vancouver. This year we went to the smaller event, later in the summer; 
complications with inflammation would have made Vancouver Pride 
inaccessible for me. 

This year Harrison did the research to find out when and where and invited 
me – rather than the other way around. He was clearly in the lead – urging, 
“C’mon Mom – lift your head from dissertationing. Come to pride with me,” 

which I read with understanding. There are layers here… 

I have been missing my time with him as well. I am so focused on writing. 
I love to write – I have longed for a time in my life where I can luxuriate 
with writing as my sole pursuit. 

The summer has been that time, but still I long to ‘get this thing done.’ 

I have attended paddling practice three times per week with my dragon boat 
team, but aside from that, much of July and August have been spent clickity-
clicking in writing isolation. I have watched as the summer has slipped by 
outside my office window, and have worried that opportunities for 
connection are slipping away as well: I am a bit frightened that distance 
might be creeping in between us. I understand that our relationship is 
necessarily shifting, changing, becoming – but I am afraid of losing 
closeness. 

My son’s quiet insistence about Pride was his way of reaching out – 
connecting. That he had researched the date and time (reconnaissance, he 
called it) was a measure of a weight, a demarcation of importance. I 
understood the inherent relationality of his invitation, and the reciprocity of 
my acceptance, was a touchstone. 

We coordinated plans with our friends, Emma Van der Klift and Norman 
Kunc, who also wanted to attend, and whose apartment would be the 
departure and landing zone, or maybe more the muster station for beginning 
and ending the event. We were mindful of the design of the day as four 
disabled people participating in a potentially overwhelming crowded 
festival, each with differing access and accommodation requirements. There 
was a knitting together – a cobbling of the supports for all of us, and 
consideration of physical and sensory (and other) access needs, viewed 
through a nuanced understanding of how these at times can be conflicting. 
We negotiated the complexity with tactical efficiency (mostly) combined 
with a sensitivity that comes with experience. And a flexible fall-back plan, 
that was a bit different for each of us, had space to kinda evolve… space, 
pace, place… 
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I must explain that it is more than the physical place that Emma and Norm 
offer to us. There is an emotional landing as well: an assurance that the 
return to their apartment will be a reprieve from the onslaught, and an 
opportunity to recover, connect, and be renewed. 

I feel a welcoming into their home and into their lives – and their influence 
upon my practice as an educator, my scholarship, my activism, and my 
parenting are broad. I have so much love and appreciation for them. 

Harrison feels this welcoming and influence as well: he has been nurtured 
and mentored and encouraged by Emma and Norm. 

This day was about pride, and it was palpable… when my son the 
blacksmith rolled out his creations, in the long-anticipated reveal of his most 
recently forged knives for the perusal of two of his biggest fans.  

~ 

 
Image 35. The Blacksmith sharing his Art with Emma and Norm (photo). 
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Recounting the highlights of the day, Emma later shared, “His enthusiasm 
and eloquence about his art does my heart good. He is amazing and seems 
to get more amazing steadily.” 

And I reflected that the things I hear coming in his expression about his art 
leave me gobsmacked – in a good way… 

It was last fall around November 
(2018) that I referred to Harrison 
as an artist. We were in the car, 
where we have many of our most 
important conversations. He was 
taken aback, “You think I am an 

artist???” 

I responded then with why it was 
I thought of him as an artist, and 
all the ways the word artist 

absolutely fit who he was since 
he was very small, and what he 
was doing, and the way he is in 
the world… 

And he puffed up, taller – in that 
beautiful way he has – that is 
honest and true and completely 
not arrogant – just centred – and 
he has absolutely owned it since 
that moment… 

He has flourished: his thinking – his expression – the way he moves with 
and through his creating – the rhythm… 

It is beautiful. 

 
Image 37. Knife in stand, forged for Emma and Norm (photo). 

In the past year, the word artist has acted in the same way as the phrase 
problem solver did years ago. 

Perhaps, I must digress to explain that when Harrison was very young, 
around 6 or 7 years old, I began expressing to him: “You [or we] have a 

Image 36. Emma holding and admiring the 
knife commissioned from Harrison (photo). 
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problem, and I am a problem solver. We can figure this out together.” I 
wanted him to understand that he could come to me and that I would be 
there to support him. I also wanted my son to learn that there was a way of 
approaching challenges with a problem-solving model of experimentation, 
flexible thinking, observation, and a willingness to consider options and try 
something new. 

I noted in my journal, “The language of problem solving is entering 
Harrison’s realm and giving him a framework upon which to base the 
cognitive processing. I am observing my son’s growth in ability to handle 
new situations and increase his skills of self-regulation.” I understood that 
he needed the language to identify the process, reproduce it, and to learn to 
generalize it to new situations. 

I shifted the language, slowly, a process that happened over many months. 
I began with, “It’s okay, I’m a problem solver – I can help you.” I wanted 
to give him the opportunity to understand that he could borrow my appraisal 
and that he could trust that he would be supported. 

As Harrison learned to seek my assistance, I shifted my language 
incrementally, over time, to “It’s okay, we’re problem solvers, we can figure 
this out together.” I was clear that I wanted to embed the relational aspect 
that we were a team and could work together. I wanted to share the role and 
set the foundation for him to see himself as a problem solver. 

I remember the moment when the language of being a problem solver made 
a final shift and I knew that my son had come to a place when he owned the 
conceptualization completely. 

I was in the kitchen, probably making dinner, at the end of the day. Harrison 
was in his bedroom building a creation with Lego. I loved the tinkle-stir 
sound of his fingers shifting through the bin, and the quiet that followed as 
his eyes scanned for the piece he needed. I found the rhythm of his play and 
creating with the billion bricks was restorative and calming for both of us 
at the end of the day. I loved the back and forth wave of tinkle-stir…rest… 
tinkle-stir… rest, that I had come to refer to as Lego music. 

On the day I remember, I was pulled abruptly from the Lego music when I 
heard a sound I also knew well: the smashing-tinkle that signals a Lego 
creation’s deconstruction as gravity pulls it too quickly to the hardwood 
floor, followed by a distraught yell of frustration and disappointment and 
loss. 

I paused… listening for an indication of how I might best respond, and as 
time slowed, I heard Harrison take a deep breath in… and out… then in and 
out again… 
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And then, from the other room, I overheard him say to himself, “It’s okay… 
I am a problem solver. I can build this again…” 

The rhythm of the Lego music resumed… and my heart soared. 

Over time, I have understood and witnessed the power of language and 
modeling to support skill development and a positive sense of self, not only 
with my son, but with other children as well. I have a short video of Harrison 
talking about being a problem solver that I often share when I am speaking 
to educators and to parents, which beautifully illustrates how he came to see 
himself as capable and resourceful in overcoming unexpected situations or 
setbacks. 

Years later, I continue to assert, that language is foundational to making 
space for the cognitive process and the space for development. 

And now I can’t help but feel I am being gifted the opportunity to see the 
same foundational importance with another word – ARTIST. 

I am reminded, of course an artist is always a problem solver. I expressed 
the connection to Harrison as well, when we have discussed process and 
experimentation, and how closely art and science are entwined, and the joy 
of exploring and letting the destination surprise you. 

I must also reflect that there is something about the language – just as 
language can be a limit and sit upon you like an accusation – it can also be 
a way of seeing yourself from another angle and make space for possibilities 
– lifting you… permission to reach… jump… become… 

I want to keep that with me. 

Yesterday I witnessed my son describing his art and his neurodivergent 
processing – referring to himself with pride – as an artist. 

He brought his whole self to Pride – it was deliberate and beautiful. 

He holds space for himself. (Journal, August 18, 2019) 
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Image 38. Harrison at The Pride Festival in New Westminster, BC (photo). 

 

Shifting the Pedagogy of Inclusion: Where Now? 

My inquiry has been to look for openings and opportunities to make small 

changes. Th ese are the places where others can be invited in; these are opportunities to 

connect with colleagues, parents, students, and others. 

I come to understand my relationship with disability as a Neurodivergent and 

otherwise Disabled educator, scholar, writer, parent of an Autistic son, and as an activist. 

I have also come to understand the importance of looking for gaps, and considering the 

opportunities I have as a public-school teacher to influence educational practice in British 

Columbia. 
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I understand that the pedagogical space of my research is inherently an activist 

space, and that being an activist is an integral part of who I am as a Disabled educator, 

parent, and scholar. Engaging in activism, and aligning activism within my scholarship as 

a response to injustice, fuels my determination and conviction of the essentialness that 

teachers become familiar with and guided by the counter narratives of disabled people. 

When we welcome and draw upon these stories, educators are better able to support 

children, students, parents, and colleagues in (critically) understanding their 

relationship(s) with disability, themselves, and others. We are better able to understand 

ourselves in relationship. 

The story of inclusion can be written in a way that welcomes and includes the 

voices and perspectives of the people who are living the experience. To support such a 

pedagogy, it is imperative to create opportunities for educators and parents to work 

together with disabled people to build inclusive conversations, attitudes, and 

environments of acceptance within our schools. 

When inclusive education is fully embraced, we abandon the idea that 
children have to become ‘normal’ in order to contribute to the world. We 
begin to look beyond typical ways of becoming valued members of the 
community, and in doing so, begin to realize the achievable goal of 
providing all children with an authentic sense of belonging. (Kunc, 1992, 
p. 39; see also Kunc, 2019, p. 126) 

~ 

I may not trust that systems of oppression have the mechanisms to do restorative 

work or to right the injustices and change the system. However, I do believe that I can 

undertake my scholarship as a political act; and that activism can be a stance of inquiry 

(Cochran-Smith & Lytle, 2009). I am positioned to reimagine and language the 

possibilities alongside others, so that we might create something from within. Together, 

with my colleagues and activist co-conspirators and accomplices, we can refuse or push 

back against the mechanisms that have me/us confined in the old systems and ways of 

being and doing and perceiving. 
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~ 
Narratives are shaped by the geographies and ecologies of places we travel 
in relationship with others as we move through terrains of human 
experience, desire, hunger, loss, and recovery in embodied conversations 
with wind and sea, earth, and sky – places of encounter we inhabit that 
embrace and challenge our presence. It matters how the wind is shaped by 
my presence, how I am called to attention by the wind. An ecology of 
presence requires that I pay close attention to the bodies of water on which 
I travel, as they are navigated by sailing winds, in relationship with others, 
past and present – my being present in intimate reciprocity in movement 
over time and place and memory. (Fels, 2010, p. 190) 

~ 

My intention is to continue to inform my work with the counterstories of Autistic, 

Neurodivergent, and other disabled people, and to make the point that their work and 

writing is peer reviewed, and deeply so, by their peers in disability communities. I am 

looking for ways to leverage my privilege to continue to forefront the epistemology and 

life writing of disabled people into educational spaces, the academy, and my practice. 

Ensuring that the voices and perspectives of disabled people and community 

scholars are available, will build upon the understanding that the lived experience and 

writing of disabled people is a rich source of information to guide the practice of 

educators and other professionals. By deliberately placing both blogs and conventional 

academic materials side by side, I am asserting they are of equal standing as the ones 

commonly used in the academy. This juxtaposition is deliberate and thus is political – an 

undermining, and an act of resistance that centres disabled people as experts in their own 

lives. In the story of disability, such inclusion further disrupts the appropriation, 

invalidation, and silencing of disabled people’s stories by nondisabled researchers, 

parents, and professionals. 

Current disability pedagogy and concepts such as inclusion can be disrupted by 

insisting upon the authentic inclusion of the writings and perspectives of disabled people 

to guide our practice.89 Then we will have inclusion as an authentic movement of 
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acceptance aligned with the practice within our classrooms… and our schools… and 

beyond into our communities. 

We learn about and begin to make sense of the world through the tales that 
we tell – stories that we tell ourselves about the world, about ourselves; 
stories that others tell us; stories that we perform, create, and imagine. Ellis 
(2004) pointed out that “stories are the way humans make sense of their 
worlds” (p. 32). We create stories in order to understand who we are, and 
what we are, and how we are, in the world. (Smith, 2013, p. 5)  

As educators we have an opportunity to move beyond considering the pedagogy 

of inclusion to inclusion in our pedagogy – and drawing upon the community scholarship 

and the experiences of disabled people is the cornerstone to supporting such a shift. 

Together, we can reimagine a pedagogy of inclusion, and we can practice inclusion in the 

formation of pedagogy for all. We can collaborate to create space for our students, and 

invite children to author new stories… beautiful and authentic stories …stories of their 

own… and that is inclusion. 

Kincheloe (2008) asserts that critical pedagogy is constructed on the belief that 

education is inherently political. Phil Smith (2001) reminds me that “Research is an 

inherently overt political act, should be understood as such, and should be evaluated (at 

least in part) as being so. Rather than denying that it has no point of view, researchers 

investigating the lives of self-advocates should be explicit about its value” (p. 389). 

As someone who is positioned to be a curator of stories, I will continue to wonder 

how do I leverage my own privilege to shine a light upon counter narratives, without my 

work becoming solely about me? This is the true work of the co-conspirator or activist 

(Freire, 2005). I want to ensure that I do not objectify disabled people, and thus my 

sharing of stories (including my experiences with my son), and perspectives, and my 

lived experience that is the heart of my work, must continue to be done with care. My 

journey has been complicated – and I expect it will remain so – because I also understand 

that I must effectively situate myself in this work – dig down or set my sails – and be 

present. 

There are times when I find the barriers and distance between current realities and 

imagined possibilities deeply troubling. However, I am learning how to dance with 

discomfort and interact with others in ways that positively impacts their movements. I am 
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learning ways to influence systems without ‘selling out’ or taming my intensity. Even so, 

there remains a tension in my practice, and the educator within me knows that I need to 

find ways to balance my passion to fight for human rights and battle the injustices and 

lack of authentic inclusion, with a sensitivity and delivery that creates or offers a message 

people are wanting/willing/able to hear, so that they too, might be invited into action. I 

will remember to hold on to my son Harrison’s words and consider what is possible when 

I encounter others as they are and just ‘turn their head a little bit’. 

I am working to be open to the path I am laying down while walking (Varela, 

1987) or adventuring in my craft, instead of trying to fit (force) my experience into my 

imagined map or chart for my research as a destination of sorts. I must also reflect that 

we may lay down the steps as we make them, but we also walk alongside others… and if 

we pay attention – these interactions positively influence our direction. 

Together, we can resist imposed narratives that supplant the voices of disabled 

people – that suggest disability is other or less than. We can work to uncover the way 

ableist attitudes have been socialized into us and are so ingrained in our structures, and 

when we centre the lived experiences of disabled people to inform and guide our practice, 

we can begin to undermine the ways – as a system – we have conflated disability with 

ableism. 

And then, sometimes when my frustration and anger about the injustice, 

discrimination and violence against disabled people is almost immobilizing, I happen 

upon some small moment, like a look of pride on my son’s face, that reminds me why it 

is I do this stuff – this social justice work – this activism. At the centre of these moments I 

invariably find a common thread and it is love. I love these people, these communities, 

where I find people like my Autistic son and husband, my students, and my 

Neurodivergent daughter and myself. 

Che Guevera’s (1965) words resonate with me and have me mining down anew: 

At the risk of seeming ridiculous, let me say that the true revolutionary is 
guided by great feelings of love. It is impossible to think of a genuine 
revolutionary lacking this quality… We must strive every day so that this 
love of living humanity is transformed into actual deeds, into acts that serve 
as examples, as a moving force. (p. 225) 
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I rail and refuse to be tamed. I want to welcome wild possibilities to thrive for my 

son, my students, and myself. Inclusion should not be negotiable and contingent upon 

one’s ability to pass as nondisabled or fit into ableist systems that have been structured to 

meet the needs of the majority. 

Derrick Bell’s (2002) guiding words to his student encourage me as well: 

Hearing the weariness in her voice, I tried to reassure her. “Working for the 
public interest, you are always going to be, as one gospel song puts it, 
‘climbing up the rough side of the mountain.’ It’s a tough task, Grace Ellen. 
You need as much help from others and perseverance from within as you 
can muster. (pp. 75–76) 

I read these words in a moment alone and was reminded of my father. The radio 

conspired an accompaniment – something about “to make you feel my love – there is 

nothing I wouldn’t do,” followed by The Dixie Chicks’, “The Long Way Around.” The 

universe it seems, is pointing me to continue in the direction I am headed… and giving 

the me courage to do so… 

I may or may not be able to change oppressive systems, but I can take action with 

others within them, and together we can build understanding, and shift attitudes about 

disability. When we can begin to imagine that there are different lenses through which to 

view the experiences of disabled people – then we will be a position to see them as 

valued members of our community who are the experts on their experience – and whose 

expertise must be drawn upon and included to inform our pedagogy and our practice. 

What might be possible (Sumara & Davis, 1997) when community scholars are invited 

into conversations with academics, and when teacher training and school curriculum 

includes DSE and highlights disability history and pride. What might be possible when 

we work together to interrogate and address current policy, and conceptualize, reimagine, 

and articulate new ways of being in relationship? Here is a place of learning and a place 

of making, and collectively we can insist that disabled people are included and honoured 

for who they are. 

~ 
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The task ahead is daunting, but too, it is exhilarating… and my commitment to 

shift the conversation is an act of love. 

I will continue to trust to my busy brain and writing and poetic praxis to help me 

navigate my way through these next steps (or currents and seas) of my unfolding 

adventures. 

And I will continue to write because I know that people respond to story: they see 

themselves in the little tales of my noticings, my mixed metaphors, and unusual 

wordings… and they understand that they are not alone. Stories are a line – an invisible 

string – a chart to navigate the rocky shores – and they connect us to one another. 

~ 

At the beginning of my journey I invited you, dear reader, to join me, beckoning: 

My work is a kaleidoscope… with perspectives that shift and change, 
depending on the angle, and the direction, and the light, and the 
movement(s) of the tiny plastic beads that decorate my world. And it is most 
beautiful when you turn it, rotate it in your hand so you can see from a 
different perspective – and most brilliant and vivid when you hold it up to 
the brightest of lights. 

Be critical – look for yourself. It is complicated. There is not one truth – just 
like even for me [or you] there is not one true story that captures the 
whole… 

I bring us back to the beginning, full circle if you will: a coming about, a looking 

back, or a full twisting rotation as kaleidoscopes are wont to do. 

~ 

Just last week, I learned that a group of butterflies is called a kaleidoscope. I am 

captivated by the beauty of this collective naming, which has me now looking back and 

reflecting upon kaleidoscopes anew. Another layer is added, with colour and movement 

and winged possibility, and I ponder on transitions, and transformation, and cycles, and 

development …and beauty. I realize there are many more arrivals yet to experience. 
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My story catches up with me today; it is the heart of what I offer you, as a proud 

Disabled, educator, scholar, parent, and activist. 

I am on this spectacularly complicated journey with others, as are we all, but I 

must ground myself and understand that this is my story. 

 This is my story… 

 This is my story… 

 Tell me yours… 

 

 

 

  
Image 39. Sketched boat – Pagesailing (multimedia). 
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Afterwords 

(or Coming About… Again: The Interruption of a Squall) 

I cannot resist to add these final words. My dissertation is being completed 
in the midst of a global pandemic – and as a result, my relationship with 
disability shifts yet again. 

Another small turn of the kaleidoscope… 

I have become a disabled teacher in school, and I write these words from 
home as I await the administrative handling of accommodation. 

Disclosing disability is no longer a choice I make (or don’t) with little risk 
or effect upon me – because of my privilege. 

Covid-19 and my additional vulnerability due to my chronic physical 
disabilities and underlying health concerns has altered the story for me. 

I am frustrated 
stressed 
feeling powerless 
as the district decides the 
resolution of my accommodations 
as I document 
gather my resources 
pull the doctor’s recommendations 
around me like a hopeful cloak 
justification 
as the district decides the 
value of my work 
measures what I have to offer 
my 30+ years of service 
my body of work 
against my working body 
against the cost 
incurred 
if they deem me worthy 
if they deem the body 
that does my work 
worth it 
if they deem me 
my life 
worthy of accommodation 
so that I might be included 
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I am shaken – and yet I still understand my privilege.  

I am angry. 
I am humiliated – and angry that I feel humiliated. 
I am angry that I too can be so easily discarded. 
I am angry that I feel shame and that I am questioning my worth. 
And feeling my worth being questioned. 

How can I explain that in the midst of this I am also grateful? 

Grateful still for the immense privilege I continue to experience in spite of 
everything 

But more – I am grateful for the deepening of my understanding – of how 
hard it is for students to accept accommodations. I am experiencing the 
systemic ableism that is entwined – or more – embedded – with the 
message that what I am asking for is somehow over and above. A favour – 
SPECIAL.  

I am feeling the underlying wonderings that my request for 
accommodation is just that – a request – that can be granted – or not. 

It should be my right. I know this – and yet I too struggle. 
Gaslighted by ableism. 
How do I balance what I am asking for – not too much – 
Tentative – a hand reaches out for crumbs to be granted 
By my (hopefully) benevolent employer. 

I am measuring my worth against what I imagine will be their measuring 
of my worth. 

I am asking 
Waiting 
Using my sick days 
When I am not sick 
As I wait 
I want to be demanding 
It is my right to be safe at work 
It is my right to have access 
that does not jeopardize my wellbeing 

I am grateful too – for the learning I have done in my inquiry. 

I am grateful that I am surrounded by badass disabled activists and I have 
been watching and listening. 

I come to this pandemic time – when my body has moved me to encounter 
disability in new ways. This is more than intermittence, focus, executive 
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function, inflammation, chronic pain: the sometimes-can or the sometimes-

cane. 

This is that moment – a stop. It is a variation of a similar moment in 2004 
when my son was diagnosed, and as an educator I found myself on the 
other side of the IEP table, as the parent of a disabled child. 

This is that moment – when I find myself vulnerable in new-to-me ways – 
when I find myself belonging to a group – feeling my way into an identity 
I have been examining from a distance. I have witnessed the ableism so 
many of my disabled friends encounter and the countless ways they are 
told their lives matter not. 

I feel unprepared to find myself not mattering – and too – I feel like I have 
been well taught. There is more to undermine here – about what this tells 
about my own privilege and ableism and disability hierarchies. That I am 
revealing these surprising words and thoughts is my way of tossing my 
cap overboard and saying in out-loud-ways that I am committed to 
learning and changing and understanding better – doing better. 

I want to take my lead from 
the disabled people in my 
life. 

I am grateful to know such 
people and I commit to 
digging deep into my own 
ableism and following in 
their paths as I make my 
way and as my 
understanding continues to 
deepen. 

I will not hide 

I will be proud 

I will continue to welcome the person who arrives: a student, a child, a 
teacher, all of us, as human, as worthy, valued just as we are. 

And I must, as well, continue to ask who am I now? 

How can I welcome myself anew as the person who arrives? 
And what is the gift I bring now, to offer the world? (Journal, June 5, 
2020)  

Image 40. Whose story is this, 
anyway…(drawing). 
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Endnotes 

 
1
 See Linton’s (1998) Claiming Disability: “Over the past twenty years, disabled people have 

gained greater control over these definition issues. The disabled or the handicapped was 

replaced in the mid-70s by people with disabilities to maintain disability as a characteristic of 

the individual, as opposed to the defining variable... Beginning in the early 90s disabled people 

has been increasingly used in disability studies and disability rights circles when referring to the 

constituency group. Rather than maintaining disability as a secondary characteristic, disabled 
has become a marker of the identity that the individual and group wish to highlight and call 

attention to” (p. 13). 

2
 Identity-first language: I have been greatly influenced by my interactions with disabled activists 

and scholars in my use of identity-first language (IFL) as opposed to person-first language 

(PFL), in my reference to my son as Autistic and otherwise Neurodivergent. My language does 

not necessarily align with what educators and professionals are frequently taught is 

respectful. I explore and explain the nuanced complexity and importance of navigating 

language as part of my research throughout my inquiry. See Sequenzia (2017), “The 

Failings of Person First Language” (https://autismwomensnetwork.org/failings-person-first-

language) and Kim (2014), “The Logical Fallacy of Person First Language” 

(https://musingsofanaspie.com/2014/06/18/the-logical-fallacy-of-person-first-language/), 

3
 From the American Psychological Association (n.d.), “Not all members of the disability 

community think person-first language is the best choice. Some writers and scholars from the 

field known as disability studies, as well as advocates and activists from disability culture, 

prefer what is known as identity-first language for disability. Identity-first language promotes 

use of phrases like “amputee,” “diabetic” and “disabled person” (but not “victim” or similar 

negative words) where disability identity comes first. The argument is straightforward: use of 

these honest, candid and less euphemistic terms and phrases enables groups and the individuals 

within them to “claim” their disabilities with pride. This claiming can be about disability more 

generally or with regards to a particular disability. By doing so, a disabled individual 

intentionally chooses an identity rather than allowing others – even well-meaning others, such 

as family, friends and medical professionals – to do so for them. Taking an identity-first 

approach promotes autonomy among and for people with disabilities. Indeed, adopting an 

identity-first approach instead of a person-first approach is a way to counter the criticism that 

the latter can occasionally imply that there is something inherently negative about disability. 

The add-on phrase “with a disability,” for example, effectively dissociates the disability from 

the person. Disabled people who choose identity-first language claim and celebrate, rather than 

distance themselves, from their disabilities” (Identify-First Language for Disability section, 

para. 1–2).  

4
 See Smith’s (1999) “Food Truck’s Party Hat”: In this beautiful work, Smith describes the need 

“to draw new maps, explore new landscapes, and look for new ways to portray and 

understanding eh social locations of disability to bring those voices to wider audiences” 

(p. 245). He explains, “I knew that most of the maps describing the landscape of developmental 

disability, at least in the modernist era, had been drawn by professional cartographers, with the 

unintended but real result that the services they provided became commodities, and the people 

they intended to serve, helpless… These cartographers, I understood, continued to create 
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artificial and impermeable boundaries around some people by labeling them as “having” a 

reified “something” they called mental retardation[sic], until labeled people stopped being 

human and became instead their pathologized disability” (p. 245). 

5
 Undermining: I use the term undermining deliberately, reframing it and claiming it as a deep 

and mindful noticing – a peeling back of layers - not to topple or kick the legs out from under a 

thing – but more as a nuanced digging in and digging deep to the underpinnings; a mining of 

and examination of the assumptions and values we are building upon. 

6
 See Linton’s (1998) Claiming Disability: Knowledge and Identity, in which she states, 

“Disability studies has arisen in the past twenty years [sic] to focus an organized critique on the 

constricted, inadequate, and inaccurate conceptualizations of disability that have dominated 

academic inquiry. Above all, the critique includes a challenge to the notion that disability is 

primarily a medical category. Consequently, disability studies contests the current academic 

division of labor in which the study of the phenomenon rests in the specialized applied fields 

(rehabilitation, special education, health, and so on) and the rest of the academy is largely 

exempt from meaningful inquiry into the subject of disability. By refusing the medicalization of 

disability and by reframing disability as a designation having primarily social and political 

significance, disability studies points to the inadequacy of the entire curriculum with respect to 

the study of disability. The fault lines that have been exposed stretch from one end of the 

curriculum to the other: from cultural studies to American studies, from women’s studies to 

African American studies, from biology to literary criticism, from history to psychology, and 

from special education to philosophy” (pp. 2–3). 

7
 See Hall (2019).  

8
 See Bateson (1989) and Myerhoff (1992). 

9
 Community Scholar/community scholarship: See O’Toole’s (2015, pp. 43– 45) Fading Scars 

for more information on community scholars. O’Toole explained that she frequently uses the 

word scholar “to refer to a contemporary person who holds great knowledge, such as myself or 

Leroy Moore (disabled), but who does not have any institutional titles or affiliations. We are 

working as scholars while living on welfare and not having access to academic resources. 

I attempt to accomplish two goals with this approach. One, I want to honour the many 

community scholars who do important work but who are rarely recognized for their scholarship. 

Two, I want to tie together university-trained scholars and grassroots scholars under one title, 

“Scholar,” recognizing that while each group has different perspectives and access to academic 

resources, both provide important data” (p. 43). 

See also Moore, Gray-Garcia, and Thrower (2016), Gray-Garcia (2011, 2019), and Moore 

(2008) for information on poverty scholarship. 

10
 Corbett O’Toole (2019) reminded me, “Far too often societal institutions force a silo 

perspective. I am a white, queer, physically disabled woman with an Asian-American disabled 

daughter. This is my family. You can’t separate out one part of us as if the other parts are not 

shaping our lives” (p 12). 

11
 The concept of passing has its origins in critical race theory, and it also a term and concept 

widely referred to in LGBTQ2S+ communities. “Nella Larson’s 1929 novella, Passing, helped 

to establish the term after several years of prior use. The writer and subject of the novella is a 

mixed African-American/Caucasian who passes for white. The novella was written during the 

Harlem Renaissance, when passing was commonly found in both reality and fiction. Since the 

Civil Rights Movement of the 1960s, racial pride decreased the weight given to passing as an 

important issue for black Americans. Still, it is possible and common for biracial people to 
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pass based on appearance or by hiding or omitting their backgrounds” (“Passing (Sociology),” 

2020, Ethnicity and Race section, para. 2). 

12
 See Linton (1998) on passing and overcoming disability (pp. 17–22) and Asasumasu (2011). 

13
 I come to this understanding, through my encounter with children, with my son, and through 

the writings of others (see Fels, 2010). 

14
 See Valle and Connor (2011, p. xi) on the way in which disability studies explores the history 

of disability and the disability rights movement, and foregrounds counter narratives of 

disability and stories of resistance. 

15
 See Williams (2019, p. 67). 

16
 Sendak and Schickele (1963) Where the Wild Things Are. 

17
 My use of the term resources in this context refers to personal resources such as focus and 

organizational skills, combined with physical, emotional, or spiritual energy level, and the 

regulation of physical or sensory factors, all of which can impact ability to manage executive 

function and other tasks. 

18
 I began writing the blog Thirty Days of Autism: Leah Kelley in March 2011. Though it has 

evolved over the years, it has always been a project designed to fight stigma, promote 

disability rights, and increase understanding and acceptance for those who process and 

experience the world differently (see https://30daysofautism.wordpress.com/). 

19
 See also Carl Leggo (2008), Natalie Goldberg (1990, 2005), and Phil Smith (2001, 2013) for 

scholars who also see writing as a form of inquiry, meaning-making, and representation. 

20
 Hubbard and Miller Power (2003) explained, “Data analysis is a way of ‘seeing and seeing 

again.’ It is the process of bringing order, structure, and meaning to the data, to discover what 

is underneath the surface of the classroom. In seeking to explain the material you are 

collecting, you enter into a dialogue with it, questioning it further, finding newer meanings and 

different rhythms. There are layers on layers of portraits in your classroom; some of the rich 

complexity can be brought into focus when you see underlying designs that help explain these 

pictures of learning in a deeper way” (p. 88). 

21 Walker (2014) described neurodiversity as “the diversity of human brains and human minds” 

(para. 8). The enormous diversity among individual human minds is a product of multiple 

factors, including environment, culture, family, and personal history. But human minds also 

possess an innate diversity, which interacts with these other factors to produce the unique 

individuality of each human being. 

We are a neurologically diverse species: the enormous innate variation among individual 

human bodies extends to our brains, which differ from one another like fingerprints. This 

diversity of brains means a diversity of cognitive styles, a diversity of innate cognitive 

strengths and weaknesses, gifts and peculiarities. This is what is meant by neurodiversity. 
22

 See Hehir (2002) and Dolmage (2017) for more information on UDL. 

23 See Udvari-Solner & Thousand (1996). 
24

 See Ware’s (2008) article titled “Worlds Remade: Inclusion Through Engagement with 

Disability Art,” which departs from locating the ‘problem’ of disability inside the individual. 

25
 Presuming Competence (see Biklen, 2005; Donnellan, 1984). 

26
 Inspiration Porn – see Young’s (2014) “I am not your inspiration” Ted Talk. 
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27

 Lei Wiley-Mydske and the Neurodiversity Library Movement (see 

https://neurodiversitylibrary.org/faq/) 

I interviewed Lei in 2014 about The Ed Wiley Autism Acceptance Lending Library, when she 

explained, “We have an autism lending library in my state, but it did not have the types of 
books on Disability Rights and Neurodiversity that I thought were needed. Most of the books 
they have were written by parents or professionals. They were not written by the actual experts 
on the Autistic experience. There was nothing about the importance of learning about 
Disability History. There were books for siblings and peers of Autistic kids, but nothing to help 
Autistic kids find a sense of pride in their identity” (see Kelley, 2014, para. 14). 

https://30daysofautism.blog/2014/08/18/the-ed-wiley-autism-acceptance-lending-library-

interviewing-lei/)  

Lei Wiley-Mydske has since supported people in setting up other Neurodiversity Lending 

Libraries in the US, as well as one in Australia (see https://neurodiversitylibrary.org/related-

resources/) 

28
 Excerpt from my Comprehensive Exam Presentation (Simon Fraser University, September 

2017). 

29
 For example, an overview of the courses offered in special education in BC’s Public 

Universities (completed at the start of my research) suggested that the concepts of disability 

studies were not yet present. The syllabi that I was able to examine appeared to draw upon 

traditional medicalized models of identification, categorization, and strategies and models for 

intervention, as well as texts that were aligned with the same. 

30
 For the past 3 years Pamela Richardson has invited me to be a guest speaker for her classes at 

the University of British Columbia, West Kootenay Teacher Education Program. The 

presentation I have shared, Autism and Neurodiversity: Strategies for Advocacy and Inclusion, 

explores welcoming dissent, and cultivating self-advocacy, reframing disability from a non-

pathologized perspective, exploring alternative models of disability, as well as supporting 

disability pride. Richardson shared with me, “There is still a gulf between the Special 

Education perspective which permeates education and which speaks the mainstream language 

of inclusion and diversity (that is what my course is well suited to offer), and the CDS [Critical 

Disability Studies] perspective, which deconstructs fundamental norms, perceptions, language, 

de-centres typical bodies/voices and seeks to change power arrangements (that is what I would 

like my course to do). I think we have made progress in the field of Special Ed and I assume 

that there are others out there bringing CDS into these courses in Canada. Who? Sorry, I don’t 

know. I am not in the field in that way anymore really.” 

31
 See Mullaney’s (2019) blog post “Disability Studies: Foundations & Key Concepts” 

(https://daily.jstor.org/reading-list-disability-studies/). 

32
 Ware and Valle (2010) described that the tenets of DSE “represent a radical departure from 

special education’s emphasis on pathology, problem, cure, and care. In our work with 

practicing teachers we have found that many teachers have never been asked to reflect on the 

collateral damage done to children as a consequence of everyday practices in special education. 

… Many are unaware of the decades-old critical special education scholarship that outlined the 

limits of understanding disability through a reductionist lens, which is now credited as 

foundational to DSE” (p. 117). 

33
 On passing privilege, see O’Toole (2013): “Much is written about ‘passing’ in Queer Studies 

and Ethnic Studies (Sedgewick, 1990; Sycamore 2006) but much work is still needed in how it 

is evidenced in Disability Studies. The severity of the impairment and the ability to manage it 
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without assistance directly contribute to one’s ability to participate in the nondisabled, 

dominant culture” (Relationship to Disability section, para. 3). 

34
 Neurodivergent: Kassiane Asasumasu (Kassiane Sibley) coined the term neurodivergent as 

early as 2001, in response to people incorrectly using neurodiversity to just mean “autistic 

stuff.” She has expressed that she “felt need for a word and a movement that actually meant all 

of us, not just autistic people and that being multiply neurodivergent made it really obvious 

that people were being exclusionary.” Over time neurodivergent has also functioned to 

delineate the linguistic difference between diverse and divergent. 
35

 See Linton’s (1998) Claiming Disability (p. 19). 

36
 Ableism: Linton (2006) explained, “It has been particularly important to bring to light language 

that reinforces the dominant culture’s view of disability. A useful step in that process has been 

the construction of the terms ableist and ableism, which can be used to organize ideas about 

the centering and domination of the nondisabled experience and point of view. Ableism has 

recently landed in the Reader’s Digest Oxford Wordfinder (Tulloch, 1993), where it is defined 

as “discrimination in favor of the able-bodied.” I would add, extrapolating from the definitions 

of racism and sexism, that ableism also includes the idea that a person’s abilities or 

characteristics are determined by disability or that people with disabilities as a group are 

inferior to nondisabled people. Although there is probably greater consensus among the 

general public on what could be labeled racist or sexist language than there is on what might be 

considered ableist, that may be because the nature of the oppression of disabled people is not 

yet as widely understood” (p. 161). 

37
 Reframing disability as situated within the social model of disability (see Barnes, Oliver, & 

Barton, 2002; Linton, 1998; Shakespeare, 2010; Walker, 2016; Withers, 2012). 

38
 See McLaren (2014) and Walker (2012). 

39
 Internalized ableism/internalized oppression is “is the result of our mistreatment. It would not 

exist without the real external oppression that forms the social climate in which we exist. Once 

oppression has been internalised, little force is needed to keep Us submissive. We harbour 

inside ourselves the pain and the memories, the fears and the confusions, the negative self-

images and the low expectations, turning them into weapons with which to re-injure ourselves, 

every day of our lives” (Mason, as cited in Marks, 2014, p. 25). 

40
 Ded is a colloquialism in online circles – ‘ded of hilarious’ is akin to saying I am dying of how 

funny that is. ‘Ded’ it is an often ironic, deliberate misspelling of ‘dead,’ and is used in a 

metaphorical sense. 

41
 I have a blogroll listed and located on the right-hand column on my blog, Thirty Days of 
Autism, that provides links to writing and other resources created and curated by disabled 

people/community scholars. I encourage this as a good beginning point for educators and 

parents seeking to be informed by the lived experience of Autistic and other disabled people 

(see https://30daysofautism.blog/). 

42
 I recommend the following wonderful books/resources:  

Sutton’s (2015) The Real Experts: Readings for Parents of Autistic Children. 

Ballou, Thomas, and DaVanport’s (2017) What Every Autistic Girl Wishes her Parents Knew 
(https://childmind.org/article/every-autistic-girl-wishes-parents-knew/) 

Autism Self Advocacy Network (n.d.) Welcome to the Autistic Community 

(https://autismacceptance.com/resources/). 
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Autism Woman & Nonbinary Network (n.d.) Welcome packets 

(https://awnnetwork.org/about/). 

Wiley-Mydske (n.d.-a) Ed Wiley Library Autism Acceptance Lending Library Book List. 

(https://neurodiversitylibrary.org/book-list/). 

Respectfully Connected Anthology (free download): https://hellomichelleswan.com/book-

resources/free-book-respectfully-connected/ 

Schaber’s (n.d.) NeuroWonderful: Ask an Autistic YouTube channel 

(https://www.youtube.com/channel/UC9Bk0GbW8xgvTgQlheNG5uw). 

43
 Internalized ableism/shame (see Campbell, 2008; Clare, 2017, pp. 163–164; Linton, 1998, 

pp. 23–24). 

44
 See Swan (2019) “Energy Budget” blog post (https://hellomichelleswan.com/energy-budget/). 

45
 “Executive functions are the cognitive processes that control our task-initiation, persistence, 

and completion – essentially our goal-oriented behavior. Everyone has executive function. 

Some people struggle with it more than others. 

Lots of things can affect executive functions in the short term, such as medications, alcohol, 

fatigue, depression, and stress. Our executive function changes throughout our lives, but it is 

mostly innate. We don’t have direct control over how efficient our executive functions are. 

When reading, executive function is what helps you start reading, and keep reading. It is also 

what can prevent you from managing distractions and disrupt your reading. Additionally, it can 

be what keeps you reading even when you need to take a break to eat” (R. M. Williams, 

personal communication, July 18, 2019). 

46
 My use of the term non-speaking as opposed to nonverbal (the latter, a more commonly used 

term) is deliberate. I have friends, like Amy Sequenzia, who is an amazing Autistic poet, writer 

and activist, and she is non-speaking. She would say that “non-speaking” is a specific way to 

accurately describe her, because nonverbal actually suggests that she does not use language at 

all. This is inaccurate, as she uses AAC to communicate and she is an amazing writer who has 

published poetry, writes for AWN (Autistic Women and Nonbinary Network) and Ollibean (a 

disability rights website), and co-edited the anthology, Typed Words Loud Voices (Sequenzia, 

& Grace, 2015). Thus, Amy is in fact HIGHLY verbal (as in relating to or in the form of 

words) but non-speaking (Amy Sequenzia, personal communication, July 6, 2017). Drawing 

upon and centering the perspective of someone with lived experience, and to use the term, non-
speaking, is an opportunity to highlight and push back against attitudes that continue to 

privilege speakers over non-speakers, and also acknowledge that there are ways to be verbal 

(use words) and communicate using language that do not involve speaking. 

47
 See Williams’s (2019) article titled “Metaeugenics and Metaresistance: From Manufacturing 

the ‘Includeable Body’ to Walking Away from the Broom Closet.” 

48
 Developmental window, sometimes called a window of opportunity or critical opportunity, 
refers to a critical period of development in the “maturational stage in the lifespan of an 

organism during which the nervous system is especially sensitive to certain environmental 

stimuli. If, for some reason, the organism does not receive the appropriate stimulus during this 

‘critical period’ to learn a given skill or trait, it may be difficult, ultimately less successful, or 

even impossible, to develop certain associated functions later in life. Functions that are 

indispensable to an organism’s survival, such as vision, are particularly likely to develop 

during critical periods” (“Critical Period,” 2020, para. 1). 

I have both observed and experienced how the notion of the developmental window can be 

leveraged and used to pressure parents to sign on to early intervention therapies for children 
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with developmental disabilities. A sense of urgency is conveyed that intervention is time-

critical, and certainly a parent supporting the development of their child wouldn’t want to miss 

opportunities. Such a pressured leveraging of the concept of a critical period of development 

can become a source of stress or guilt for parents/caregivers, rushing them with the insistence 

that opportunity (conceptualized as a window that will slam closed at some point) can be 

forever missed. Additionally, parents have shared with me that they have felt guilt or have 

been shamed by service providers when they have chosen to not pursue intense early 

intervention therapy – or – similarly – when their child was diagnosed in later childhood or 

early adolescence so the child had missed such interventions. However, there is research that 

brings into question the emphasis service providers place upon the notion of the developmental 

window, suggesting, “that over-emphasizing early development minimizes the importance and 

extent of later brain development, later brain changes, and later experience. Focusing on 

experience-expectant change alone could lead one to mistakenly attribute later brain changes to 

life-long effects of early formative influences, rather than to the later experiences themselves. 

In their view, another implication of life-long, experience-dependent brain change is that with 

appropriate interventions, early deprivation and harm might be remediable in later years” 

(Bruer, 2015, “A More Considered Discussion,” para. 9). 

49
 25 to 40 hours/week of Applied Behaviour Analysis (ABA) therapy (see Jones, as cited in 

Sutton, 2015, p. 50; Wilkenfeld & McCarthy, 2020; Yergeau, 2018, p. 99). 

50
 Autism and disability are framed as a tragedy and a burden to be avoided at all costs (see 

Brown, 2012a; Carey, Block, & Scotch, 2019; Dawson, 2004; Linton, 1998; McGuire, 2016; 

Sequenzia, 2016; Yergeau, 2018). 

51
 Autism Speaks is an enormous charity (founded in 2005). Autism Speaks is seen as a hate group 

by many Autistic people and those who love and support them, due to their role in actively 

promoting stigmatizing and ableist attitudes through their fear-based fundraising and 

‘awareness’ campaigns that add to the oppression of Autistic people (see Boycott Autism 

Speaks, 2016; Carey, Block, & Scotch, 2019; McGuire, 2016; Van der Klift & Kunc, 2019; 

Yergeau, 2018). 

The Autism Speaks masterpost (https://thecaffeinatedautistic.wordpress.com/new-autism-

speaks-masterpost-updated-62014/). See also wiki link citing many controversies surrounding 

Autism Speaks (https://en.wikipedia.org/wiki/Talk:Autism_Speaks/Controversy_links). 

52
 BAS (Boycott Autism Speaks) was founded in 2013 to push back against Autism Speaks’ 
branding of awareness, and practices that exclude the voices of Autistic people, takes 

resources from community-based services, spends less than 4% of the money raised on 

services for Autistic people and their families, and instead spends millions of dollars in search 

of a cure or prevention of autism. See the 2016 post Boycott Autism Speaks 

(https://boycottautismspeaks.wordpress.com/2016/03/16/why-boycott-autism-speaks/) 

53
Autism Speaks Financial reports posted on Ryan’s (2015) blog post 

(https://loveexplosions.net/2015/10/13/shameful-2014-autism-speaks-financials/).  

54
 Susanne Wright (cofounder of Autism Speaks) refers to her work with ‘people with autism’ as 

ministering to lepers in her conversation with the Pope (December 2014). See Jess Wilson’s 

(2014) blog post Dear Suzanne - Again (https://adiaryofamom.com/2014/12/22/dear-suzanne-

again/). 

55
 See Autistics Self Advocacy Network’s (ASAN, n.d.) Welcome to the Autistic Community 

(https://autisticadvocacy.org/book/welcome-to-the-autistic-community/). 
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56

 Links to resources created by Nick Walker (2013) listed on the Neurocosmopolitanism website 

(https://neurocosmopolitanism.com/this-is-autism/). 

57
 Link to resources created by Lei Wiley-Mydske (n.d.-b) listed on The Neurodivergent 
Narwhals webpage (https://neurodiversitylibrary.org/neurodivergent-narwhals/).  

58
 See PACLA (2013) blog post (https://autloveaccept.wordpress.com/2013/12/) and PACLA 

(n.d.) facebook community group 

(https://www.facebook.com/ParentingAutisticChildrenWithLoveAcceptance/?view_public_for

=540203919350825). 

59
 Infographic Resources created by Michelle Swan (n.d.) Neurodiversity, Tips for Teachers 

Supporting Neurodivergent Students, etc. 

60
 Even existing systems that are doing positive work, when they have failed to include 

perspectives and rights of disabled people (see Broderick, 2009; Linton, 1998; Sequenzia, 

2013; Ware & Valle, 2010). 

61
 Disabled people are so marginalized and ignored that they often do not even make the agenda 

or have representation at the social justice table (see Connor, 2014). 

62
 “The BCTF’s province-wide social justice network includes seven social justice action groups. 

Each action group is composed of four members from the provincial Committee for Action on 

Social Justice (CASJ), and they are all classroom teachers. The purpose of the action groups is 

to provide information, lesson ideas, and professional support for classroom teachers. Each 

action group creates discrete web pages covering the areas for which they are responsible” 

(BCTF, n.d., para 1–3). 

63
 See Committee for Action for Social Justice Committee (2010) for the BCTF Resource PDF 

(https://bctf.ca/uploadedFiles/Public/SocialJustice/CASJ-flyer.pdf). 

64
 On March 19, 2019, Resolution 148 was passed at the BCTF AGM without amendments and 

with overwhelming support of delegates from around the province representing 43,000 public 

school teachers in British Columbia. 

65
 See Lopez’s (2017) YouTube video: #NotSpecialNeeds 

(https://www.youtube.com/watch?v=rsjnHCZOfg8). 

66
 See King’s (2016) blog post “Disabled’: Just #SayTheWord” 

(https://www.npr.org/sections/13.7/2016/02/25/468073722/disabled-just-saytheword). 

67
 In regards to the background and training teachers receive in understanding disability, Pamela 

Richardson (personal communication, August 15, 2020) shared with me, “Teachers are 

required to complete 3 credits in “Special Education” to get their teaching certification in BC. 

It’s tricky, because that course is supposed to introduce them to the categorical model of 

disability and how to work with students with x disability in an inclusive classroom. 

Traditionally, it is set up so that every week you are looking at a different disability. And, if 

you look at textbooks they are similar in terms of set up. I don’t use a textbook but you can see 

how the field has been designed. My former grad supervisor used to refer to this course as a 

“walk through the disabilities” (she didn’t mean that as a good thing). So, how do you go from 

there to a CDS [Critical Disability Studies] perspective? How do you do this with a group of 

teacher candidates who have for the most part never read any critical race theory? (In my mind 

the two are connected). This year was amazing because the whole BLM [Black Lives Matter] 

thing blew up in the states and up here as well and that lit a fire under them. Also, WKTEP 

[University of British Columbia, West Kootenay Teacher Education Program] teacher 

candidates are in general very interested in indigenous and postcolonial perspectives because 

they teach in rural districts. So, I think this provides a needed paradigm shift. Who is centred 



 

206 

 
and why? Who devised these categories and why? What is the experience of living in 

particular bodies and why? What is education about really? They start to question these 

categories and assumptions. In the meantime, they still do need to have a sense of how to 

connect with and teach a range of students in practical ways. I know that you get it.”  

I share Richardson’s words and perspective as a way to critically nudge and at the same time 

acknowledge that there are people trying to shift things - but that it is difficult - and it also 

important to demonstrate that people are working together to make changes and offer a critical 

theory perspective within Teacher Education programs. It should be noted that Pamela 

Richardson (personal communication, November 21, 2020), additionally cautioned me with me 

her concern that what she shared with me might be interpreted as a call for increased special 

education training (more of the same) as a focus in teacher education programs; she was 

explicit that it was not her intent and not what she means: “I have often heard a complaint that 

teachers don’t get enough “special education training” and traditionally that has meant a 

request for more of the same siloed, categorical non DS perspective stuff. While I agree that 

teachers need more, I don’t want more of that. I want CDS and CRT perspectives to inform the 

whole program.” 

68
 See Carey, Block, and Scotch’s (2019) article titled “Parents and Ableism” regarding the 

systemic ableism they encounter. 

69
 Disabled people have been excluded, ignored, and dehumanized (Clare, 2017; Sequenzia, 

2013). 

70
 According to information posted on the Pacific Autism Family Network (n.d.) website it is 

estimated that there are 50,000 Autistic adults in British Columbia 

(https://pacificautismfamily.com/about-asd/). 

71
 Literature arsenal – for KMS Tools – see Navigational Resources (Appendix). 

72
 See Kelley (2015) and S. E. Smith (2018). 

73
 Disabled people have an ally problem (see Carey, Block, & Scotch, 2019; Smith, 2018). 

74
 Lei Wiley-Mydske’s (n.d.-b) “Neurodivergent Narwhals” explained identity-first language. See 

the following link for a variety of downloadable pdf posters and resources featuring the 

Neurodivergent Narwhals (https://neurodiversitylibrary.org/neurodivergent-narwhals/). 

75
 The sailing metaphor speaks to me because it relates to my thinking about risk and excitement 

and love and how these can be so beautifully interrelated (see Fels, 2008). 

76
 I work with other activists as an organizer and moderator at Parenting Autistic Children with 

Love and Acceptance (PACLA) which was formed in 2012 as a collective of Autistic People 

(some of whom are parents of Autistic children) as well as few selected Allistic (non-Autistic) 

parents of Autistic children. PACLA (n.d.) is “an intentional community that provides a safe 

space for Autistic people in order to help parents learn from them. There are many other spaces 

on the internet that are parent centered, but this is not one of them” See 

(https://www.facebook.com/ParentingAutisticChildrenWithLoveAcceptance/). 

77
 I work with other activists as an organizer and moderator to support Boycott Autism Speaks 

(BAS). 

78
 See my Thirty Days of Autism blog (https://30daysofautism.blog/). 

79
 An ‘Ent’ is an ancient tree creature from J. R. R. Tolkein’s (1954/2012) Lord of the Rings. 
Hobbits, Merry and Pippin, encounter and befriend an Ent (Treebeard). They are carried by 

him, riding upon his shoulders (branches) to Isengard, where they together resist and topple 
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Saruman, who under the power of the Dark Lord (Sauron), is butchering the Forest whilst 

creating an Ork army to destroy Middle Earth. 

80
 See Golubock’s. (n.d.) The Conflict Between the Autistic Community and Autism Speaks 

(http://web.archive.org/web/20150319001456/http://www.siautism.net:80/Articles/AutismSpea

ks.pdf). 

81 The term stim, or stimming is widely used in disability and Autism communities to describe 

self-stimulating behaviours which may include actions, movements, or sounds. Many 

neurodivergent people find stims to be calming or stimulating of one or more senses in a self-

regulatory manner. 

82
 See Wilkenfeld and McCarthy (2020), Roscigno (2019), and Williams (2019). 

83
 See Montgomery (2020, July 15): “The First Tendrils of Communication” provides a beautiful 

description about the reciprocity and relational aspects of supporting the development of 

communication and what might be possible when we are open to nurturing atypical 

communication, just as we would communication that is considered more conventional. 

84
 See Asasumasu’s (2013b) blog post, “Indistinguishable from Peers - An introduction” 

(http://timetolisten.blogspot.ca/2013/09/indistinguishable-from-peers.html). 

See also the Autistics Against ABA’s (2017) blog post, “The Autistic Community Does Not 

Support Applied Behavioral Analysis” 

(http://abacontroversyautism.wordpress.com/2017/06/27/aba-autism-discussion/). 

85
 It has become a tradition that at the end of April my family drives across the border from BC to 

Washington State to participate in an Autism Acceptance Event organized and hosted by Lei 

Wiley-Mydske and The Ed Wiley Autism Acceptance Library and co-sponsored the Autism 

Women and Nonbinary Network. 

86
 See Asasumasu (2013a), Biklen (2005, 2020); Biklen and Burke (2006), and Donnellan (1984). 

87
 See Van der Klift and Kunc (2019) on grieving the “death” of the perfect child (p. 233). 

88
 For more on inspiration porn see Young’s (2014) Ted Talk, “I am not your inspiration.”  

For more on the problematic notion that disabled people are an inspiration see Asasumasu’s 

(2010a) blog post “I am not your Inspiration” (http://timetolisten.blogspot.com/2010/12/i-am-

not-your-inspiration.html). 

89
 See Navigational Resources (Appendix). 
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Appendix: Navigational Resources 

The following are some of my favourite/recommended resources and perspectives most 
have been written/created by disabled people.... and centre their lived experience.  

Books I Recommend 

All the Weight of our Dreams: On Living Radicalized Autism – Lydia X. Z. Brown (2017) 

Being Realistic Isn’t Realistic – Emma Van der Klift and Norman Kunc (2019) 

Beyond Behaviors – Mona Delahooke (2019) 

Both Sides of the Table – Phil Smith (2013) 

Brilliant Imperfection: Grappling with Cure – Eli Clare (2017) 

Disability Politics and Theory – A.J. Withers (2012) 

Disability Visibility – Alice Wong (2020) 

Exile and Pride: Disability, Queerness and Liberation – Eli Clare (2009) 

Fading Scars: My Queer Disability History – Corbett O’Toole (2019) 

Ido in Autismland – Ido Kedar (2012) 

Loud Hands: Autistic People Speaking – Julia Bascom (2012) 

Nerdy, Shy, and Socially Inappropriate – Cynthia Kim (2015) 

Respectfully Connected Anthology (free download) – Leia Solo and Michelle Sutton 
[M. Swan] (2018): https://hellomichelleswan.com/book- resources/free-book-
respectfully-connected/ 

Sincerely, Your Autistic Child – Emily Paige Ballou, Sharon daVanport, and Morénike 
Giwa Onaiwu (2021) 

Talk to Me – Emma Van der Klift (2019) 

The Obsessive Joy of Autism – Julia Bascom (2015) 

The Real Experts: Readings for Parents of Autistic Children – Michelle Sutton [Michelle 
Swan] (2015) 

Typed Words, Loud Voices – Amy Sequenzia and Elizabeth (Ibby) Grace (Eds.). (2015) 

What Every Autistic Girl Wishes her Parents Knew – Emily Ballou, Kristina Thomas, and 
Sharon daVanport (2017) 

Why Jonny Doesn’t Flap: NT is OK! – Clay Morton and Gail Morton (2015) 
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Curated Online Booklists 

Books for Littles: Igniting Luminaries De-Stigmatizing Disability: Stereotype-Smashing 

Kids Books: https://booksforlittles.com/disability-destigmatization/ 

Ed Wiley Library Autism Acceptance Lending Library Book List – for books on 
neurodiversity and disability justice: https://neurodiversity.libib.com/ 

Infographics and Posters 

Lei Wiley-Mydske’s Neurodivergent Narwhals [Infographics]: 
https://neurodiversitylibrary.org/neurodivergent-narwhals/ 

Michelle Swan’s Infographic Resources [Tips for teachers supporting neurodivergent 
students]: https://hellomichelleswan.com/infographics/ 

Online Resources 

Amythest Schaber’s YouTube channel – NeuroWonderful Ask an Autistic: 
https://www.youtube.com/channel/UC9Bk0GbW8xgvTgQlheNG5uw 

Autism Woman and Nonbinary Network (AWN) – AWN Network Welcome Packet and 

Parent Welcome Packet: https://awnnetwork.org/about/ 
Link to PDF: https://awnnetwork.org/wp-
content/uploads/2019/05/AWNNetworkWelcomeautisticadultspacket.pdf 

Autistic Self Advocacy Network (ASAN) – Welcome to the Autistic Community. 

Resources webpage: https://autismacceptance.com/resources 

Don’t Mourn for Us – Jim Sinclair (1993): http://www.autreat.com/dont_mourn.html 

Parenting Autistic Children with Love and Acceptance (PACLA) – Facebook 
Community Page: 
https://www.facebook.com/ParentingAutisticChildrenWithLoveAcceptance/?view_public
_for=54 0203919350825 

This is Autism – Nick Walker’s November 18, 2013, Neurocosmopolianism blog post: 
https://neurocosmopolitanism.com/this-is-autism/ 

 


