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| dedicate this chapter to the students and individuals who
find reflections of their own experiences within my story.

In moments when support seems rare and mentors are
inaccessible, always remember that you are your own greatest
source of inspiration. Above all, my heartfelt dedication goes
to my parents, who fought for our family, and to my sister, who
would fight to whatever end.

—Aimee

To my chosen family, the Kosko-Blyler family, my college
professors, and all the other individuals who have touched my
life. | wouldn't have gotten this far without you all.

—Ava

To every learner who has ever experienced being an outsider in
a place that ought to feel like home—I dedicate this chapter to
you. May our schools one day become a site of safety.

—Azaria

To my brother. My life revolves around you, and my heart will
always be yours.

—RBianca

| dedicate this chapter to anyone who resonates with my story.
Know you are not alone, and your courage is remarkable.

And to my family, especially my sister. You are the reason for
everything | am and everything | will become. Kerri, you are my
“why”forever and always.

—Courtney

This chapter is dedicated to all of the beautiful and courageous
children and their families who welcomed me as a member

of their support teams. | will forever cherish all of the ups and
downs we worked through together.

—Dana



This chapter is dedicated to my younger self. To the person who
went through countless years of pain and to the person who
thought she was the problem. My experiences have inspired
me to fight harder to be better. This is also a reflection of things
| went through and gratitude for those in my life.

—Jenna

To my family. | could not have done this without you, and this is
all for you.

—Julia

This is for all those who have guided me with their remarkable
strength. Particularly, to the exceptional individuals with disabilities
that I have had the privilege to cross paths with; thank you for
imparting meaningful insights on empathy, insightfulness, and
boundless capabilities present in each one of us.

—Karla

| dedicate this book to my family. And to the authors of the
chapters in this book and their families, whose stories, courage,
resilience, tears, and dreams fill the pages of this book. I am
grateful for each and every one of you.

—Lydia

To Sage, thank you for always choosing one more day. To CEM,
SGM, and NLM. You make me a better person, and I'm so proud
to be your Mami. To my mom and dad cheering me on in
heaven, | love you and miss you so much. To everyone who has
supported me and helped me learn and grow...Thank you.

—Millie

To all the women with disabilities who never stop fighting for
their rights.

—Nayma



To my big brother, lan Zinn, who inspires me and challenges me
to be a better and more compassionate person every day.

—Rebecca

To the amazing young man who made me a mama, and the
eight beautiful loves who came after. To my beloved abuelita
Lola who showed me the meaning of true love.

—Ruby

To those who give voice to the voiceless and strength to
the struggle, the special education professionals and family
advocates, this dedication is for you. Your compassion and
dedication light the way for others.

—Yuchen



Abstract

Disabled people, their caregivers, and family members are often
on the receiving end of decisions by service providers and pro-
fessionals. Family members are often positioned as inexpert in
relationships with school professionals, which often carries over
into how disabled students are perceived, as well as the opportu-
nities provided for them. These experiences are not uncommon,
and can transcend from early intervention to the higher educa-
tional context. This book captures the stories of students with
disabilities, siblings, practitioners, and caregivers who describe
their own ways of knowing, theorizing, identity affirmations,
and life navigation, within the school context. Drawing from bell
hooks'framing of love as praxis, the authors challenge us to reim-
agine the classroom as a transformative space. In doing so, we
can reposition people across disability, racialized and social iden-
tity, familial, cultural, and multiply marginalized lived experiences
as experts in their own lives.

Keywords

caregivers, culture, disability, education, family, intersectionality,
lived experience, love, practitioner, students



Contents

Foreword: What’s Love Got to Do with It?

Beth Harry

A Note on Language

Content Warning

Introduction

Learning Objectives

Chapter 1

Chapter 2

Chapter 3

Chapter 4

Chapter 5

Chapter 6

A Parent’s Fight: Nurturing Identity,
Overcoming Adversity
Aimee Granada-Jeronimo

Older-Younger Sister: The Unknown
Middle Child
Rebecca Zinn

Mama Bear
Millie Rodriguez

It's Complicated
Dana Patenaude

Too Much...Not Enough
Julia Sledz

Speaking Out: A Letter to the Reader
Karla Patricia Armendariz

Xi

XVi

XVii

XViii

xXiii

29

49

69

73



x  Love is Praxis

Chapter 7

Chapter 8

Chapter 9

Chapter 10

Chapter 11

Chapter 12

Chapter 13

Notes

References

“Listen”
Bianca Emma Stoutenburg

How Does It Feel to Be a Woman with a
Disability in a Developing Country?
Nayma Sultana Mim

Finding Myself through Autism
Ava Herr

School as a Site of Resistance: Becoming
an Advocate
Azaria Cunningham

Empowering Exceptionality: A Mother’s
Call for Collaborative Understanding in
Education

Ruby Humphris

Kerri's Way: Family, Lessons, and Memoir
Courtney Kehoe

The System Failed Me, but | Did Not
Personally Fail
Jenna Spencer

Notes on Contributors

Index

89

99

m

135

145

155

165

192
194
199
205



Foreword

What's Love Got to Do with It?

The narratives in this book argue that love has everything to do
with education. But where would we go for guidance on how to
infuse love into a special education system driven by legalistic
and bureaucratic structures? In the introduction to the book, the
author states that our educational system has traditionally been
framed as “passionless and objective, without care” While many
may disagree, claiming that school personnel do care about their
students, | believe that thoughtful reflection on the way educa-
tion professionals are trained does support this view. My guess is
that a qualitative analysis of the goals of most teacher prepara-
tion manuals, and even research reports in leading professional
journals of education, would reveal a great deal more about
strategies, goals, assessment, and lesson planning than about
caring, feeling, or bonding between teachers and their students.

Moreover, | think it is true to say that professional training typ-
ically advises budding teachers and therapists not to become
“too involved” with their students. The purpose of this approach
is to be able to maintain an objective understanding of students’
strengths and limitations. By this view, the setting of personal
boundaries is an essential part of professional work, establishing
what we believe is a clear line between objective and subjective
knowledge. The latter is generally assumed to be less reliable and
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less valid. This principle may well hold in relation to the general-
ized knowledge gleaned from studies of large groups, but it can
only be a starting point when working with an individual. At the
individual level, we are faced with a whole person whose lived
experience presents us with endless contradictions and conun-
drums that may defy our professional preparation. Listening and
watching with love provides the way through this.

This is not to say that we can ignore the difference between a
professional and a personal relationship. How do we achieve the
needed balance? This book utilizes a range of lenses for viewing
this challenge. Through the eyes of siblings, parents, teachers,
paraprofessionals, and self-advocates, we become immersed in
the highly nuanced and unpredictable ways in which our work
can be informed and, indeed, transformed by love.

For example, in Chapter 4, “It's Complicated”, the author offers a
detailed chronology of her experience of “highs and lows” with a
family with whom she formed a strong relationship over several
years, but which ultimately ended when it became evident that
the services she and her colleagues could offer were no longer
adequate for the child and family. The narrative hints at the chal-
lenge of becoming so committed to a child and family that the
inevitable leaving of that relationship becomes problematic. The
delicate balance needed here quivers in the background of this
narrative, yet the author concludes that the rewards of work that
is informed by love make it all worthwhile.

In Chapter 7, “Listen’, a sibling of a boy with Down Syndrome
describes how the power of love provides a kind of in-depth,
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totally subjectively acquired knowledge of the needs of a child
who is nonspeaking:

We use the alternative and augmentative (AAC) device
to help him express his needs and wants, but a part of
me hoped that he wouldn't have to talk through a tab-
let. SO much can be lost through translation, such as if
he so happened to change his mind in a split second on
whether he wants cookies and cream ice cream or an
ice cream sandwich. And | wouldn't know, because | was
too busy looking into the freezer to notice that his facial
expressions have changed, and he’s signaling me to pay
attention to him.

But the lens provided by siblings is by no means monoalithic. The
author quoted above teaches us about the power of a sibling’s
bond to read the unspoken communications of a loved one,
while also straddling the intersections of her brother’s disability
and Black identity. Here, the author reflects on how the intersec-
tion of racism and ableism often intensifies the social negativity
of which her brother, in his innocence, is unaware. The author
of Chapter 2, “Older-Younger Sister: The Unknown Middle Child",
reveals yet another dilemma as she struggles to find a balance
between being the younger and yet the more competent sib-
ling. She details her efforts to develop the self-conscious learn-
ing needed to find her footing in a family structure that defies
stereotypical expectations and roles.

The lenses of mothers provide us with numerous lessons on the
power of parental advocacy. We become aware of how easily
professionals can slip into a “we-they” relationship with parents,
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closing ranks with colleagues in order to protect our profes-
sional status. Instead, we need to ask ourselves the following
questions: In excluding or dismissing parents’ views, is it my goal
to enhance the student’s development, or is it a self-defensive
reflex intended to fend off demands that | fear might tax my
energy or test the boundaries I've established between myself
and those advocating for something new for a child? Are my
decisions driven by bureaucratic guidelines by which the check-
ing of a required box allows me to believe my job is complete?
Or are they guided by responsiveness to information being pro-
vided by someone who loves and knows the child way more
than I ever will?

With regard to the importance of love in learning from individ-
uals with disabilities themselves, a key issue is the self-image
being developed by the individual. These narratives point to
the tension between one’s intuitive knowledge of oneself and
the internalizing of the negative views others hold of us. We
see the importance of external supports that nurture self-
confidence and a positive self-image. Children learn not only by
cookie-cutter positive reinforcers, but by a touch, a look, or a hug
that conveys love and approval to a child who might be receiv-
ing rejection and humiliation from a cruel and uncaring world.

So, back to my opening question: Where would we go for guid-
ance? | suggest that we turn to the dynamic process of Cultural
Reciprocity developed by Kalyanpurand Harry (2012), which calls
for us to learn from others whose familial and cultural practices
differ from professional expectations. In this approach, we begin
by developing within ourselves a sharp awareness of any biases
and assumptions that may hinder our ability to listen to and
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respect views and experiences that differ from ours. Putting our
biases on hold, we can listen to the voices of those who know and
love the child, respectfully acknowledging their perspectives. We
then reciprocate by sharing our professional understandings and
goals, so that both sets of perspectives are respected and taken
into account in a process of collaborative decision-making. Thus,
love and professional knowledge go hand in hand, thus creating
a praxis tailored to the context of an individual's real and daily life.

My last word to teachers in training would be: Do not be afraid
to learn from love and to love your students. Your professional
training will be enhanced and will still be there to help you keep

your balance.
Beth Harry, PhD
Professor Emerita

University of Miami



A Note on Language

This book contains terminology that may not be universally
sound, with meaning that is bound to the historical, legal, or con-
temporary context. In addition, some of the terminology may be
archaic and/or offensive to some communities that are shifting
away from the negative and deficit-based connotations of the
terms. One example is special education, which in the US repre-
sents a set of services and supports that serve disabled children
there, while also encompassing a set of protective laws. Many
disability rights groups and organizations are moving away from

|//

the word “special” which has often been used to discriminate
against disabled people. Another such term is “disabled"—while
in some contexts, person-first language is preferred, in others,
identity-first language, such as “autistic person’, is preferred. With
that said, we make no claim that language is neutral, for it is sit-
uated and constructed around norms that change over time
and context. Instead, we note that each of the authors has ques-
tioned, troubled, decided upon, or resisted many of the terms,
some of which may be placed in quotations to illustrate how the

author pushes back on the term.



Content Warning

This book contains explicit references to, and descriptions of, sit-
uations that may cause distress. This includes references to and
descriptions of the following:

Suicidal thoughts, intentions, and actions
Eating disorder behaviors
Psychiatric inpatient centers and experiences

Graphic descriptions of acute physical or psychological
health crises

Grief and loss

Trauma

Violent assault, sexual violence, and bullying

Ableism, racism, discrimination, and microaggressions

Applied Behavioral Analysis (ABA) (although the term in par-
ticular, and the field in general, is not universally a cause of
distress, some people may have had harmful experiences
where any mention of these may cause distressing memo-
ries to resurface).



Introduction

When bell hooks spoke about love, it was as if it were the most
radical notion. Love, through its energy, power, and insistence, is
rarely perceived as a praxis, that is, the theoretical and abstract
put into practice. In dicussions about teaching, hooks centered
love, a positioning that runs countercultural to the framing of
most of our educational system, which is often viewed as pas-
sionless and objective, and without care. Instead, hooks (1994)
redefined love as a “core foundation” and one that "humanizes”
(p. 131). The classroom is not a place devoid of emotion or even
conflict, for that matter, as hooks described the importance of
weaving in elements of care even for moving through points of
pain. Hooks added so powerfully, “we bring to the classroom set-
tings our unresolved fears and anxieties...the loving classroom
is one in which students are taught both by the presence and
practice of the teacher, that critical exchange that can take place
without diminishing anyone’s spirit, that conflict that can be
resolved constructively” (p. 135).

We think about “conflict”as it has occurred throughout our lives,
in our classrooms, in our communities, and through the injus-
tices we feel for people who are most marginalized in the school
systems. The conflict is historical, where people with disabili-
ties, their caregivers, People of Color with disabilities, and peo-
ple experiencing multiple marginalizations have been harmed.
Schools have also been complicit in that harm. Disabled people,
their caregivers, and even their providers are often positioned as
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inexpert receivers of information instead of being perceived as
constructors of knowledge who bring rich perspectives into the
classroom context.

Through personal narratives and critical ethnography, this book
is a portraiture of disability and love through the lived experi-
ences of disabled young adults, practitioners, emerging profes-
sionals, and family members. Drawing from bell hooks' centering
of love as transformative praxis, it includes testimonies of peo-
ple whose lived experience repositions them as knowledge-
bearers, even when their ways of knowing, learning, practicing,
and valuing have been discounted by those around them. Each
story introduces their lives in time and context, valuing them as
educators who teach others, both informally and formally. This
book is a harmony of generational, familial, collegial, and cultural
expressions of love.

You'll notice that there is an interwoven structure of the book,
from the personal disability narrative to the practitioner lens, from
the sibling's devotion to a mother’s love. This tapestry of stories
provides a rich and deep introspection that underscores how
important it is to value all forms of wisdom. Embedded in the
chapter texts are elements of storytelling, global perspectives,
poetic cadences, and freewriting. The authors are pre-service
educators, emerging research scholars, practitioners, and some
who share more than one of these identities. There are stories of
pain, memory, hope, frustration, and calls for justice. Undeniably,
at the center, is love.

Chapter 1, "A Parent’s Fight: Nurturing Identity, Overcoming
Adversity”, describes Aimee Granada-Jeronimo’s experiences
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growing up in an environment where teachers failed to support
and understand her disability. Despite how disability, cultural,
and familial biases manifested in difficult school experiences for
her, she pursues her goal of becoming a supportive special edu-
cation classroom teacher. Chapter 2, “Older-Younger Sister: The
Unknown Middle Child’ with its story and meaningful title
crafted by Rebecca Zinn, discusses the ways in which the author
challenges community (mis)perceptions of disability while navi-
gating the world with her brother who has autism.

We move out to the family level in “Mama Bear’, Chapter 3, in
which Millie Rodriguez details her battle as a mother of a twice-
exceptional child, fighting for her child to be supported in
K-12 and transitioning into the higher education context.
Emphasizing the need for caring and empathetic practitioners,
Dana Patenaude highlights the interdependent and complex
relationship with families in Chapter 4 titled “It's Complicated”.
We revisit the personal disability narrative in Julia Sledz's “Too
Much...Not Enough’, Chapter 5, which outlines practitioners'dis-
missals of the lived experience of disabled people, emphasizing
how even with the complexity of issues, a transformed system
is needed, where the status quo is never enough. In Chapter 6,
"Speaking Out: A Letter to the Reader”, Karla Patricia Armendariz
describes the importance of child and family voice that acknowl-
edges systemic issues from the practitioner’s view while advocat-
ing for change. In “Listen’, Chapter 7, Bianca Emma Stoutenburg
traces her painful, real, and loving journey as a sister of someone
with a disability. She describes the tensions of her prayers for her
brother while recognizing the need to advocate for him, which
involves a simple choice that prioritizes listening and love.
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Chapter 8, "How Does It Feel to Be a Woman with a Disability
in a Developing Country?” by Nayma Sultana Mim, provides
a rich, intersectional, global perspective that builds upon the
theme of practitioner reflection, while also advocating for future
policy directions. Ava Herr's “Finding Myself through Autism’,
Chapter 9, draws the reader back into the closer, more inti-
mate point of view with the personal experience of disability,
sibling bonding, and personal growth as a future special edu-
cator. In Chapter 10, “School as a Site of Resistance: Becoming
an Advocate’, a former schoolteacher and emerging education
scholar Azaria Cunningham builds upon the theme of pre-
service teachers acknowledging the system level and interper-
sonal biases in education. She achieves this by raising her voice
and using poetry to describe/impact a flawed system through
advocacy.

i

Revisiting a mother’s perspective in Chapter 11, Ruby Humphris
"Empowering Exceptionality: A Mother’s Call for Collaborative
Understanding in Education” describes her own journey from
her son’s diagnosis to advocating for appropriate school sup-
port, while also challenging professionals to shift from their
deficit views through advocacy. “Kerri's Way: Family, Lessons,
and Memoir” by Courtney Kehoe (Chapter 12) takes the reader
back to the sibling perspective. Filled with emotions and pro-
fessional aspirations, the chapter conveys hope. Finally, we
round out our chapters with a powerful story by Jenna Spencer
in Chapter 13 titled “The System Failed Me, but | Did Not
Personally Fail” This chapter echoes the presence of systemic
failures found in the prior testimonials, describing how perva-
sive it is across systems. Jenna's story highlights a journey of
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self-advocacy, resilience, personal growth, and empowerment
through narrative storytelling.

With each author providing reflection questions for the reader,
this book is for emerging teachers as well as those providing both
general education and special education services. The book is
also for other education personnel, which include not only para-
professionals, staff, and administrators but also those responsible
for generating curriculum. As our work centers on disability in
school, this book is also essential for related service profession-
als who, by lending their hands, provide much-needed support
and services to students to celebrate every goal. Also aimed at
faculty who prepare the next generations of classroom teach-
ers to expand their ways of knowing, as well as people who are
conducting research on the impact of incorporating diverse and
multiple perspectives, this work contextualizes and broadens
their understanding of lived experience.

We hope the reader will appreciate the richness, power, reality,
and upliftment conveyed through these stories of unbridled love.

Lydia Ocasio-Stoutenburg and Yuchen Yang, Editors



Learning Objectives

In this book, the reader will learn about the following:

1.

The multiple, contextual, cultural, and complex perspec-
tives on the experience of disability.

The role that practitioners, family members, peers, and all
members of the community play in the individual's experi-
ences, as well as that of their caregivers and siblings.

The challenges in the systems and support that exist for
people with disabilities and the ways in which they need
to change.

How people who lead with an ethic of love care for, believe

in, and advocate for people with disabilities, and how this
informs their future practice.
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A Parent’s
Fight: Nurturing
Identity,
Overcoming
Adversity

Aimee Granada-Jeronimo

I was only five years old when my kindergarten teacher slapped
me across the face. The moment her hand touched my face, | felt
the air escape my lungs. | was incredibly confused as | did not
understand why my teacher had just hit me. My twin sister sat
in front of me, equally confused and hopeless, unsure of what
to do. It took all of my energy to try not to cry and show my
teacher how much she had hurt me at that moment. | did not
know how to react or what to do as | was always taught by my
parents to respect my teachers and elders, and so | remained
silent. This was one of the first moments | remember remaining
silent when | should have spoken up for myself instead, and it
certainly was not the last time. It was only until my sister worked
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up the courage to tell my parents what had happened that we
found out the reason that my teacher slapped me.

My sister was and will forever be my biggest supporter, right
alongside my parents. My parents escaped poverty and war and
came to America to find a better life for themselves—the iconic
"American Dream”. They never expected to find each other—two
people of Portuguese heritage—in America and to fall in love
and create a family. From the day they had my sister and me,
they were committed to making sure that we had the life they
could have only ever dreamed of having as children. Newark,
New Jersey, was my parents’ home for 13 years. It was a place
where they could freely express their culture, language, and love
for each other as two women without fear, but they knew it was
not the place where they wanted to raise children. They saved up
all their money and moved to our forever home in Caldwell, New
Jersey, where | was born and raised.

Sadly, when my parents moved to Caldwell, they faced a new
type of war—a war of hatred and discrimination. As immigrants,
English language learners, and gay women, the intersectionality
of their identities caused them to face discrimination on a daily
basis in the heteronormative and homogeneous town. The thing
that my parents feared most was that my sister and | would also
face the effects of hate because of who they are. To try and min-
imize that amount of discrimination we would face on a daily
basis, and because my parents could not afford childcare in
Caldwell, my sister and | went to preschool in the Ironbound of
Newark, my parents’ safe haven and the one place that my par-
ents felt comfortable being their true authentic selves.
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Newark is a city of diversity, a place where the difference in the
human population is celebrated rather than feared. It is where
my family was welcomed with open arms; it was our home. My
preschool welcomed my sister and me without hesitation, two
twin girls who were only three years old and spoke no English, as
they accepted children from all backgrounds—children whose
stories were similar to mine. Our teachers embraced students of
all races, ethnicities, and cultures and taught their students to
do the same. My teachers never saw my background as a hin-
drance to my education but instead understood the importance
of my diversity and how it would help shape me into the person
I am today.

| faced a big culture shock when | started kindergarten in
Caldwell, a place where my house was, but not my home. It was
confusing to be learning in an environment in which | was forced
to speak only English, in a place where students all shared the
same background, and where cultural diversity was lacking, as
| had never learned in an environment like it before. My parents
always greatly valued education, as it was something that they
did not have the joy of easily receiving growing up. They under-
stood that we were lucky enough to live in Caldwell, a place
in which we could receive a good, free, public education. They
never expected that my sister and | would face as many barriers
as we did when they made the decision for us to attend school
in the town in which we lived.

The slap across my face was the first of the many challenges
that | would face in my education and life. As soon as my par-
ents came to know of the situation, they contacted the school
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to find out what had happened. The school was “not aware” of
the situation but agreed to facilitate a meeting with my par-
ents and the teacher. When questioned about the situation, the
teacher admitted to slapping me but deemed it an acceptable
reaction because she did not like how slowly I was turning the
pages of my math workbook, and she wanted me to find the
page faster. My parents were extremely upset over the situation,
but they felt like they had no power or voice to make a change,
and thus, without facing any repercussions, she continued to be
my teacher. However, my parents were assured that nothing like
this would happen again.

Little did I know at the time, and little did my teacher know, that
| have a learning disability' and auditory processing disorder?.
This affects my auditory understanding and makes verbal direc-
tions hard for me to follow. | was not just turning the page of my
book slowly; | had not understood which page to turn to as the
classroom was noisy, as most kindergarten classes are, and | was
trying to figure out what to do by looking at the page my peers
were on. This was one of the first times my disabilities impacted
me, but it would not be the last, and it took more than three
years for me to even be diagnosed with a learning disability.

After many similar instances with other teachers and with my
grades being poor, especially in language arts, my parents began
to relentlessly push for me to be evaluated for a learning disabil-
ity. However, my school was reluctant to have me tested. Looking
back, | wonder whether the intersectionality of my parents'iden-
tities made it convenient for my school to overlook their con-
cerns because how could two women—two immigrant women
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