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A provocation to reclaim our disability lineage in order to profoundly reimagine the possibilities
for our relationship to disability, kinship, and careworkDisability is often described as a tragedy, a
crisis, or an aberration, though 1 in 5 people worldwide have a disability. Why is this common
human experience rendered exceptional? In All Our Families, disability studies scholar Jennifer
Natalya Fink argues that this originates in our families. When we cut a disabled member out of
the family story, disability remains a trauma as opposed to a shared and ordinary experience.
This makes disability and its diagnosis traumatic and exceptional.Weaving together stories of
members of her own family with sociohistorical research, Fink illustrates how the eradication of
disabled people from family narratives is rooted in racist, misogynistic, and antisemitic sorting
systems inherited from Nazis. By examining the rhetoric of genetic testing, she shows that a fear
of disability begins before a child is even born and that a fear of disability is, fundamentally, a
fear of care. Fink analyzes our racist and sexist care systems, exposing their inequities as a
source of stigmatizing ableism.Inspired by queer and critical race theory, Fink calls for a lineage
of disability: a reclamation of disability as a history, a culture, and an identity. Such a lineage
offers a means of seeing disability in the context of a collective sense of belonging, as cause for
celebration, and is a call for a radical reimagining of carework and kinship. All Our Families
challenges us to re-lineate disability within the family as a means of repair toward a more
inclusive and flexible structure of care and community.
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CommunityAcknowledgmentsNotesIndexLOOKING FOR LINEAGEI’m seven. I’m walking
through room after room in my grandparents’ cavernous Long Island house, looking for my
cousin. “Cousin, cousin,” I call, wishing I knew his name. “Cousin . . . XY,” I call. I know he’s a boy,
and I’m a geneticist’s daughter. Chromosomes count.Cousin XY visits me in dreams. He has his
father’s eyes.My Cousin XY was born in 1972 with Down syndrome—and immediately
abandoned to a state institution. He was listed only as Baby XY. I always knew my aunt and
uncle had “given away” their son at birth. His very existence was explained to me as a tragedy. A
crisis. An aberration that perhaps science could one day prevent. In the hospital on the day he
was born, his mother refused to look at his face: “Take him away.”His—my—grandfather, a family
doctor, the family medical expert, was firm: “Give him up. You can start over. You have a right to
real children; he will be happier there.”Where was there? I often wondered where my cousin was,
who he was. Silence and two neurotypical children quickly replaced him in the family narrative.
On the rare occasions when his existence came up, “everyone gave them away” was repeated
as a gospel truth. And indeed, in the 1970s, institutionalization, abandonment, and excision from
the family narrative was still too often the fate of those labeled incurable at birth.But I discovered
that wasn’t the whole truth. As with most families, the story of my family’s disability lineage had
far more strands than I realized. In 2017, when I was visiting a far-flung branch of my family in
Manchester, UK, I discovered that there was another cousin in my family with Down syndrome,
also on my father’s side, buried in plain sight: Rhona. Born in Scotland in 1946, two decades
before Cousin XY, Rhona lived in apparent happiness, first with her nuclear family in Glasgow
and then in a group home called Cosgrove, which her mother helped found, for disabled Jewish
people. True to her name—Rhona means “joy” in Hebrew—she lived a joyous, Jewish life.Two of
my family members had been written out of the family story. De-lineated from our lineage. I
mourned what I never had: both a lived relationship with my cousins and a family myth that could
include them. I wondered how the knowledge of a rich, deep history of disability in my family
would have changed my experience of my own daughter’s diagnosis at age two as a disabled,
nonspeaking autistic person. If I had grown up playing with Cousin XY, would we have
experienced her disability as part of the warp and woof of our lineage, instead of as a personal
disaster, rending us from the fabric of family?These were the questions that led me to think
about disability lineage and what the implications of repressing, hiding, finding, and celebrating



it might be for disabled people and their families everywhere. By cutting me off from knowledge
of my disabled cousins, I had no source of disability knowledge and history in my family. Their
lives were treated as extraordinary, disposable, and traumatic—so traumatic that the very fact of
them was hidden, erased from the story our family told about itself.This is typical of how
disability is narrated in the family myths passed down from one generation to another. Disability
is erased, repressed, covered over. Families de-lineate—destroy the connections between
generations of disabled people, their families, and their caretakers. Our disabled kin are not
merely misrepresented. They are written out of the story.By examining the ways families excise
disability from their stories, I began to see how disability is fundamentally shaped by this
omission. The way we assign meanings to bodies and minds, establish norms, andotherize and
stigmatize according to perceptions of ability is inseparable from how we name and claim our
kin. Family is defined and produced by eradicating disability lineage, often making the inevitable
appearance of disability within a given family a crisis: a trauma to be erased, effaced. Unwritten. I
refer to this process as de-lineation: the separation of disabled people from their lineage. The
word “delineate” literally means to mark off with lines, and thus separate. It includes the word
“lineate,” derived from “lineage”—family ancestry. The de-lineation I’m examining here is
sometimes literal, as with the institutionalization of my cousin XY; it is sometimes rhetorical, as
with the suppression of my cousin Rhona and her disability from the family narrative. “Delineate”
also means to describe or portray—a form of inclusion. So within the word itself lies the potential
to re-lineate: to sew a family member back into the fold. To describe, portray, and, thus,
connect.The concept of disability lineage, which is at the core of All Our Families, offers a way of
reimagining the possibilities for our relationship to disability and family. If we found and reclaimed
our disabled ancestors, our understanding of family, self, and bodymind would be profoundly
altered. We’d have an archive of the vast variations of bodyminds in our past to draw on, which
would help us value the diversity of our current kin. As I traced my own disability lineage and
examined why it hadn’t been incorporated into the story my family told about itself, I became
more convinced that the erasure of disability lineage is one of the primary ways that disabled
people are rendered “other” to their own families. Our current misunderstanding and
pathologizing of disability rests on this exclusion of our disabled kin. In exploring what it means
to recuperate disability lineage, I use my own journey to open up the possibilities for inclusion
and redefinition for all families and bodyminds.I invoke Eli Clare’s term “body-mind” here to
denote how mind and body are inseparable, and how any nonphobic understanding of disability
is predicated on an acknowledgment of that indissoluble relation.1 However, I prefer a
nonhyphenated neologism, bodymind, to truly honor the inextricable nature of embodiment and
consciousness.Disability is entwined not only with the relationship between body and mind but
also with other formations of identity. While I have considered how disability is shaped by
multiple vectors of power and difference such as race, gender, and sexuality, I am limited, like all
critics, by my own positionality. White, middle-class, Jewish, queer, not disabled (yet). Of course
these broad categories don’t tell the whole story. My heritage is Eastern European, Brazilian,



and Scottish; I am married to a Korean American, gender nonconforming person; my daughter is
biracial, Korean and Jewish; and our extended family stretches around the globe.This is what I
know about my family. Some of our origins remain unknown, untraceable. Race, class, religion,
sexuality, and gender complicate these categories. As a queer person, I claim a sort of familial-
national affiliation and family of choice with queers all over the world—and the experiences of
oppression and liberation in which this identity is rooted. I also have privileges that shape my
identity in ways that are hard to see and painful to own. I benefit from all the hidden violence
against BIPOC (Black, Indigenous, and People of Color) people that constitutes white privilege—
and from the ableism woven into how we produce raced bodies. While like most people over fifty,
many of my bodily functions are impaired, I am still deemed “normative enough” not to be sorted
as disabled. At least not yet. I am critical of such sorting systems, and this book explicates some
of the ways these categories and sortings perpetuate ableism and rupture lineage. But
nonetheless, it’s important to mark that I do not share the experience of being regarded as
disabled by my culture.I am the parent of a disabled child—a positionality that is often over-
privileged in discourses about disability and families. Mothers in particular, for reasons related to
our misogynistic care-work system, often center stories about disability on the burdens of care.
Moreover, nondisabled parents of disabled children have a complex relationship to disability
activism—and to their disabled children. While it was just such parents who initiated many of the
early disability activist initiatives, their perspective has often been the only one included in public
discussions of disability, standing in the place of the voices of disabled people themselves.
Though in some instances the interests and agendas of (nondisabled) parents ofdisabled
people have been congruent with those of disabled people, that is not always the case. As
Allison C. Carey, Pamela Block, and Richard K. Scotch have argued in their landmark study of
parents of children with disabilities, while disabled-led organizations stress pride, autonomy, and
disability identity, parent-led organizations “stress cure and maximal normalization, striving to
erase rather than embrace disability.”2 Parents often wield power and influence not only in their
own families but in the public sphere, their accounts of disability superseding those of their
disabled children.All Our Families resists these tropes, instead centering the narrative on
disabled people themselves wherever possible. But it is nonetheless emergent from the
particularities of a white disability parenting experience by a nondisabled person. I have tried to
consider these limitations, and I include and center the views of disabled BIPOC from diverse,
multiply marginalized positionalities. As part of that commitment, I have, whenever possible,
cited activists and artists who themselves identify as disabled, rather than nondisabled theorists.
Imperfectly, I have attempted to be true to the mandate “Nothing about us without us” of the
disability rights movement.Though I intend for this project to encompass the broadest possible
understanding of disability, and not to privilege some forms of disability over others, much of my
analysis centers on intellectual and developmental disabilities, particularly those which are
innate rather than acquired, such as Down syndrome and autism. This is a reflection of my own
lineage, but I have also chosen this focus because of the ways our society’s ableism is often



most acute and genocidal in relation to such disabilities. As disability philosophers such as Eva
Feder Kittay have noted, intellectual disabilities—which are not curable, are inherited, and may
require lifelong relations of dependency—provide the most profound challenges to normative
ideas regarding whose life is worth living. It is precisely because of this that intellectual
disabilities offer the greatest opportunities for radically rethinking ableism.3To expand the
modes of expression as well as kinds of people represented, I have used accessible, popular
forms of discourse such as blogs,personal essays, and journalistic essays rather than rely only
on the abstract, expert analysis of scholars. This is a commitment to plain language—to writing
that is accessible to the widest possible range of bodyminds—and to centering the people who
are most affected by disability lineage and its erasure: disabled people themselves.In addition to
conventional scholarship, I include the work and thinking of disability justice activists, as I found
that they had more to say about what to actually do about ableism than the scholars who
dissected it. This emerging thinking—occurring in the wake of the twin emergencies of the global
coronavirus pandemic and the crisis of police violence and state marginalization of BIPOC
highlighted by the Movement for Black Lives—strikes me as far more exciting, lively, diverse, and
concrete than anything coming from the academy. Of course there are many scholars in the field
of disability studies who themselves identify as disabled, and I have drawn from their work as
well, but I want to place my book’s lineage in the tradition of activism as well as scholarship. As
numerous BIPOC scholar-activists like Angel Miles, Akemi Nishida, and Anjali J. Forber-Pratt
have pointed out, too much of disability studies scholarship is dominated by white, middle-class
professors like myself and fails to examine how disability is produced intersectionally.4I aim to
foreground the ways race works to construct disability in families, and the ways that disabled
BIPOC and their families are shaped specifically by disability lineage and its repression,
particularly in relation to the overpolicing of public space. Many communities are pushing
against multiple forms of oppression, providing rich sources of innovative, creative reimaginings
of family and disability. The numerous powerful reinventions and extensions of kinship systems
in Black communities provide one model for how disability lineage may be woven into all our
families. My own experiences of queer family making, which in my case involves both adoptive
and biological parentage as well as biracial and interfaith blending, led me to look beyond
nuclear and biological models of kinship. I hope All Our Families initiates multiple, contested
conversations about what it means to include diverse bodyminds in all kinds of
families.METHODS AND MENDINGSI’ve drawn on a wide range of methods here, ranging from
disability studies, crip theory, critical race theory, and disability justice activism, to queer theory.
This eclectic blend of ideas and sources has helped shape my argument. In addition to
consulting public records and archives, I interviewed extended family members in Scotland.
There, I also visited Cosgrove Care, the institution Rhona’s mother founded, where I interviewed
its current director, Heather Grey, who gave me context and history about disability and care in
Scotland.One of the most transformative interviews for this project was not with a relative but
with a professional care worker: Kathy, the person who spent the most time, most intimately, with



Rhona during her adult life at Cosgrove.5 Talking to Rhona’s caregiver was as generative for
understanding my disability lineage as was talking to her surviving sister and niece! This
transformed my thinking, leading me to think more critically and deeply about care and all the
raced, gendered fears that organize its system. Care work is the hidden twin of disability, and to
re-lineate disability into our family stories is to see care work in all its racist, misogynistic
rhetoric.I’ve threaded my story—my family—throughout this book. This is an important
component of my feminist, crip-queer disability politics, and also a means of performatively
enacting the work of repair that I claim disability lineage can do. Including ourselves, our
positionalities, our multiple roles and lives in our scholarship has been a fundamental precept of
feminist scholarship for more than four decades. Situating and embodying the author—usually at
the beginning and end of a scholarly text—is now as conventional a form of address as the
abstracted, impersonal universal academic voice used to be. Disability studies scholars such as
Alison Kafer have argued for extending that to situating our own experiences of embodiment and
disability inside our texts, as part and parcel, instead of segregating body from text.6 Disability
lineage needs to be woven into the rhetorical cloth, not segmented and segregated, relegated to
the realm of the anecdotal and personal. I consider my use of my own family’s repressed and
recovered disability lineages throughout this booka part of the argument I’m making here. The
transformative power of naming and claiming our disability lineage—and the disastrous
consequences of its denial—are explored in all their complexity.This book is composed of two
parts. The first half of the book explores the concept of disability lineage. I outline why it can be
an innovative and useful framework for tracing how disability came to be experienced as an
individual trauma to a singular family, rather than a common, collective, and normal experience
of all families. Our disability mishpacha—extended kinship system—already exists; I argue it
needs to be re-lineated, reclaimed. By excluding disabled people from the myths and stories
families tell about their ancestors and origins, disability remains a trauma that keeps on
happening, since its antecedents are repressed from the narrative. I then examine the
mechanisms of its repression, rooted in racist and anti-Semitic sorting systems we’ve inherited
from the German Nazis and US Reconstruction-era white supremacists. By examining the racist
and sexist systems of distributing and (de)valuing care, both informal and professional, I expose
how they shape the repression and fear of disability lineage. I discovered that the caregiver, and
lineages of caregiving, are also expunged from family narratives, in ways deeply connected to
underlying racist and misogynistic systems of power.The implications of this double erasure are
examined, as well as its profound connections to how genetics and the reproduction of disability
is figured in both scientific and popular discourse. I argue that the popular account of genetic
inheritance is scientifically inaccurate. It also perpetuates the systemic shame and blame of
disabled people and their families, leading to the repression and fear of disability lineage. The
pathologizing and excision of disabled people from the public sphere is a direct inheritance of
these ableist, racist systems. I explore how disabled people themselves have re-lineated
disability in public to challenge this privatization and marginalization of disability, paying



particular attention to the realms of fashion and performance, online and off, as they are ripe
sites for disability culture and family re-lineation.In the second half of the book, I move to
reimagining care—and disability—as shared and how this might reshape our understanding
oflineage, kinship, and disability. I look to mutual aid and disability justice models and argue for
connecting them to the familial so that disability can be shared and integrated, passed down in
the story a family makes about itself as well as in the larger community. As disability justice
lawyer, activist, and scholar Talila A. “TL” Lewis notes, ableism is always already intersectional;
“these constructed ideas of normality” that ableism perpetuates “are deeply rooted in anti-
Blackness, eugenics, misogyny, colonialism, imperialism, and capitalism.”7 Ableism is also
embedded in our gendered, neocolonial, racist care structures. I examine some of the ways that
care work and care workers could be reorganized and revalued to combat this endemic
inequality, building on the work of disability scholars and justice activists. But I also argue that
without the naming and claiming of disability lineage, the systemic racism and sexism that
confounds and constructs disability will never be undone. The eradication of disabled people
from their family stories is itself racist and misogynistic; this systemic inequality is inseparable
from the de-lineation of disabled people that produces them as an exception to the white,
heteronormative family rule.I end by connecting the familial disability lineage I am proposing we
value and share to a more collective ancestral one, linking the inherited family lineage to the kind
of crip kinship for which disability justice activists have argued. Kinship, I suggest, has already
been transformed by queer and BIPOC families in ways that could prove transformative for
understanding and integrating our disability lineage into our present family systems. Families of
origin, I propose, need not be opposed to the chosen family if we extend our understanding of
family to encompass a more layered, extended kinship system. By reclaiming our personal
disability lineage, we open up the possibility of connecting it to a larger communal ancestry, with
powerful political and social implications for all our family and kinship systems. Drawing on the
work of mutual aid movements, I argue for a reconnection of the family disability narrative to the
collective disability justice one, and suggest ways such a reconnection would make for a more
inclusive, more flexible structure of care and community. I draw on concepts from universal
design to imagine howwe might begin to connect our collective and familial disability lineages.
The rich possibilities for such an open, flexible disability mishpacha are explored and
celebrated.This book names and diagnoses a problem and then proposes some possible
solutions. Solutions: that term terrifies me; both in its horrific echoes of Hitler’s final solution to
the “problem” of being Jewish and in the arrogant assumption that I have a solution to ableism
and its enactment across generations, or that a single solution will fit all families. Disabled
people are all too familiar with rhetoric that poses them as a problem in need of a solution.
Instead, I close by proposing some means of repairing the damaging rhetoric that leads to de-
lineation, and multiple strands of possibilities for exploring how to re-lineate. In the appendix, I
provide some concrete suggestions for readers about how to find, claim, integrate, and pass
down their own disability lineages.I hope All Our Families provides the spark for a larger



conversation about how to connect disability, community, family, and ancestry, rather than
providing definitive answers or “solutions.” By putting family lineage and disability ancestry in
dialogue, I hope to create a more sustainable future for all our families. Though not all disability
lineages can be fully reclaimed, the very act of assuming that our families always included
disabled people can be transformative.Every family story is a disability story, if you choose to so
tell it. This book is for all families with disabled kin. Which is all families! Though it too often has
been repressed and denied, all families have disability lineages. I wrote this for my brilliant
daughter, who ableism threatened to de-lineate. For Cousin XY and Cousin Rhona, who, as I
thread them back into our family, join me in sowing the seeds for a more inclusive future. A mixed
metaphor: the best kind for the complex work of re-lineation.When I shared the topic of this book
with my daughter and asked her how she felt about my writing it, Nadia typed with a teenaged
eyeroll, “It’s your book—it’s not mine. It’s good for you to write yours, Mom. I’ll write my own
story!” She already has, in her blog posts, videos, and poems. My hope is that by finding and
honoring our disability lineages, all disabledpeople will be empowered to name and claim their
own stories and connect them to the larger kinship lineage in which they are entangled.This
book is a provocation. An incitement to challenge how we imagine family, kinship, and all the
bodyminds they can contain. The multitudes we were, and those yet to come. I write for those
who will come after me, in hopes that my daughter may be a part of the disability lineage that
threads us together across generations. I write for Cousin XY and Cousin Rhona, imagining
them back into the story, mending the broken thread, kithing back together my kin. And I write for
all the disabled ancestors, in all our families, who we might sew back into the patchwork quilt of
our family’s story: an unfinished tapestry in which to wrap our children’s children’s
children.DISABILITY AS TRAUMA, FAMILY LINEAGE AS REPAIRMy grandfather’s white-
pillared house was brimming with kin. The kitchen was overflowing at all hours with great aunts,
second cousins, and grandmothers—whatever relatives were living under his roof at that
moment. Everyone congregated around the kitchen as my grandmother cooked. The fancy
dining room with the chandeliers and champagne carpet never got used.Though my gruff
grandfather argued with everyone, his household included far-flung family members in his ever-
expanding mishpacha—Yiddish for family, extended family, and that aunt who’s really just your
mother’s best friend. Along with his wife and four children, my grandfather’s house included
relatives ranging from my grandmother’s widowed sister and her two young children, to my
grandmother’s elderly mother, who helped cook, clean, and mind the children. Yet his own
grandson with Down syndrome wasn’t welcome there. Cousin XY—his grandson, my first cousin
—never sat around that crowded kitchen table. In fact, he wasn’t allowed to be part of our family
at all.My grandfather, Benjamin Fink, understood kinship to extend far beyond the nuclear family.
This wasn’t due to any particular generosity of spirit on his part. Despite being a highly educated
doctor, he had a tough-guy, unvarnished demeanor. After serving as a doctor overseas in World
War II, he was content to turn his Long Island home into his castle, from which he doled out
medical advice by day in his practice, attached to the house, and after hours to the extended



family, friends, and patients gathered around his table for my grandmother’s cooking. The whole
house smelled of chicken fat and medicine, a heady mixture of rubbing alcohol and those
human aromas it is meant to eradicate.Like many postwar American Jews, my grandfather’s
sense of family included almost anyone whose lineage connected to his. While many Jewish
American families in this period took in “refugees”1—distant family members who were
Holocaust survivors—my family had more pedestrian kin to tend to: US-born relatives, unable to
support themselves for one reason or another. Of course there were tensions—all the usual
drama and chaos of an extended family living under one roof. But I grew up feeling like it was
only natural that Aunt Dora, my grandmother’s widowed sister who taught me how to knit, lived
with my grandparents. I made no distinction between Aunt Dora and my more immediate family
members: they were all family to me. Mishpacha.Many of those Grandpa Ben included under his
gabled roof were women with few resources, who didn’t provide any income to the household.
Grandmothers, widows. Small, unruly children. In fact, it was precisely those who were the most
vulnerable, the least able to provide for themselves, who ended up in my grandfather’s house.
Their care needs were part of what qualified them for inclusion. It is all the more striking to me
that my grandfather insisted that my aunt and uncle abandon their own child at birth simply
because he had an extra chromosome.Even this expansive, flexible notion of family had a limit:
disability. While this nonnuclear mishpacha was capacious enough to include a variety of
dependent adult women and their kids, it couldn’t include a grandchild with an extra
chromosome. My grandfather insisted that my Cousin XY be “given away” at birth, permanently
de-lineated from his loosely defined family simply because he had a disability, making him a
member of the largest minority group on earth. Cared for first by a retired nurse, then by an
institution, his exact whereabouts soon disappeared as he vanished from the family story. He
was gone, severed from our mishpacha.Though the radical de-lineation and institutionalization
my cousin XY experienced in the 1970s (the tail end of the era of mass institutionalization of
disabled people in the US) is no longer as common as it once was, the cultural and
psychological de-lineation of disabled people from the notion of family persists. At every stage of
the life cycle, from birth to death, families continue to define themselves against disability,
viewing disability as a crisis: an extraordinary, tragic event rather than an ordinary part of family
life. Nowhere is this more evident than in how disabled children are figured and feared in our
culture—even before they are born.THE SPECTER OF DISABILITY: FEAR OF A CRIP
KIDTwenty percent of all people have a disability. That makes disabled people the largest
minority group in the world. Less than 4 percent of disabilities are congenital.2 Disability at birth
is one of the most unlikely ways of acquiring disability, and a rare outcome of any pregnancy. Yet
this congenitally disabled child looms large over how we conceive of family—even before we
conceive! Couples considering whether to have a child routinely debate whether they would be
able to tolerate a disabled child. I heard many such conversations when I was considering
having a child. I had many such conversations.It’s hard to imagine prospective parents blithely
announcing that they would have a child only if they could be guaranteed to be heterosexual and



cisgendered, yet it’s common for otherwise liberal people to say that they want a child only if
they are not disabled—and then launch into a discussion of what level of disability they might
“permit.” The internet exposes these anxieties in their rawest form. Almost every anonymous
online forum about parenting, such as Quora, contains endless threads proclaiming, “I don’t
want a child with a disability. Back me up, ladies!”3 Whether one could accept a child with a
disability is often posed as the litmus test of whether one should be a parent at all. “If I don’t want
a child with a disability, should I even have children?” goes another popular and predictable
thread.Such exchanges reflect the dominant view of disability as traumatic and rare, rather than
a normal part of human existence that adds to the diverse fabric of our communities. Michael
Oliver suggests this “personal tragedy theory of disability” is so widespread, so unquestioned,
that it shapes every facet of how we think of human value.4 It’s naturalized not only in how we
value humans but also in how we think about our own families. Disability is what we define our
families against.“Disability” is never really defined in these conversations. It’s a placeholder for
our fears. Our limits. Our denial. Because disabled people are excluded from our notion of family,
when we start imagining ourselves as parents, we literally cannot conceive (all puns intended) of
our own future child as disabled. In fact, as disability activists have noted, not only are disabled
people the largest minority group in the world, but anyone who lives long enough will also be
disabled at some point in their life. Nonetheless, the family continues to define itself against
disability, otherizing its disabled members and experiencing them as a trauma to the very fabric
of family.I should know. When my daughter was diagnosed at age two and a half with autism, I
felt like the world had stopped. And yet it turned. The afternoon of her diagnosis, while watching
her play happily in the yard, my partner and I exchanged a teary glance. It was a gorgeous
autumn day, complete with a bright yellow sun shining over my shining, happy daughter.
Suddenly, my child and I were stripped of our identities. Who were we? “Autistic.” It felt like a
wound. A blunt object had hit us. Torn us. Traumatized us.A trauma is defined as “a deeply
distressing or disturbing condition.” The example the dictionary offers is telling: “a personal
trauma like the death of a child.” Except nobody had died; nothing had changed.5 “Personal”: not
collective or political. This was an individual event. Or so our culture led us to believe. The
second definition suggests the medicalized experience of disability: “physical injury.” Except
nobody was sick. There was no injury.Distressing, injurious: an injury. Personal, individual,
private. Something one doesn’t want to make public. All of these definitions suggest that trauma
is an interruption to the normal, healthy course of life. A rupture—physical or emotional. Yet
nothing, except the story we were telling about our daughter and her identity, and our
expectations about who she was and might become, had changed. We were experiencing the
diagnosis as a trauma, not her disability. This rupture, this diagnosis, introduced a radical
difference into the spine and spleen of our family. She was something other than us: autistic,
disabled. Our family felt flayed.I struggled to make sense of what the hell had just happened as I
looked over the exorbitant developmental pediatrician’s bill and read the diagnosis, a bunch of
numbers with decimal points followed by a single damning word: autism. This all seemed



unprecedented, without context. I felt marked, labeled, cut off: our family sorted into the “not
normal” category. I knew that, of course, other families had people with disabilities in them; I
even knew of disabled people shamefully hidden away in my extended family. I knew of Cousin
XY, and his eradication from my family. But I didn’t know him. My grandfather’s de-lineation of my
cousin from our sprawling mishpacha had left me bereft of my disability lineage. I had no lived
sense of how disability could be incorporated and woven into the fabric of my own family.Nor did
I have a narrative that could help me wrap my mind and arms around a disabled child. No family
story of how disability could be woven into a loving family life. Quite the opposite: the story my
family told itself of disability was one of trauma, rupture, and de-lineation, defined by the absent
presence of Cousin XY in my grandfather’s house.My experience is typical of parents and other
family members who experience a diagnosis of a child that sorts them into the “disabled”
category. It is also a common experience for family members who receive a disability diagnosis
of an elder. Medical researchers have found that older adults often resist receiving diagnoses
that might enable them to access medications and benefits, for “despite their clear benefits,
diagnostic labels also serve as cues that activate stigma and stereotypes.”6 It is so common,
this feeling of trauma, rupture, stigma, and an outsideness to the narrative of family itself, that
there are numerous popular and scholarly accounts attempting to make sense of this. Most of
them want to make sense of the identity category of disability, rather than that of the family and
how it definitionally excludes disability. Even meta-analyses of disability identity, such as the
American Psychological Association’s “Thinking About Disability Identity,” presume that disability
is traumatic, a rupture with the family.7 While many explore cultural and genetic inheritance and
expectations, none explore disability lineage—our inherited sense of disabled people as a
central part of the story of our family and its ancestry.Our very definition of the family excludes
disability lineage. Our sense of what a family is—who constitutes it, what kinds of bodyminds it
can hold, and, crucially, the history of whose it has held—is defined by this exclusion. Despite
the fact that one-fifth of all the planet’s people are formally recognized as disabled, meaning that
more or less everyone else is related to a person with a disability, we continue to construct our
sense of family and its lineage in such a way that we are stunned, shocked, and traumatized by
the incredibly common, collective, and familial experience of disability.OF APPLES, ABLEISM,
AND OTHERINGThe literature for families with disabled children—usually directed toward an
implicitly nondisabled parent—perpetuates these notions of disability as a traumatizing event, a
rending of the familial cloth. Andrew Solomon’s popular study of parenting and difference, Far
from the Tree, exemplifies this tendency to view a child’s disability as an isolated trauma outside
the “normal” narrative of family and its lineage. His argument exposes the ableism governing
even supposedly progressive beliefs about inclusivity in families.Solomon describes identities
that children receive from their parents as vertical and those they don’t as horizontal. Vertical
identities, Solomon argues a bit too neatly, are not only those biological traits passed down
genetically from parent to child, like hair color or a propensity for math, but also shared cultural
norms such as language and faith. I am Jewish because my parents are Jewish. Yet we value



only some traits as formational; Solomon points to blondness and myopia as traits passed down
from parent to child that do not form a basis for a shared identity.Solomon opposes vertical
identity to the more vexing concept of horizontal identity. Whereas everyone has vertical
identities, only some people have horizontal identities, “an inherent or acquired trait that is
foreign to his or her [sic] parents and must therefore acquire identity from a peer group.”8 These
horizontal identities are notable for their eccentric and exceptional nature—not everyone has
them—and that they may be either acquired or inherent.Disabilities that are significant enough
to count as disabilities are deemed horizontal in Solomon’s account because they, unlike, say,
myopia, are unfixable. Incurable. That which is deemed incurable is also rendered as other to the
family and its lineage. Such disabilities render the child an outsider in their own family. The
parent must then work to love, accept, and integrate this foreign bodymind into the nation-state
of the “normal” family.Disability scholars and activists instead emphasize the way that societies
make a particular impairment disabling, whether it’s vertically or horizontally inherited. For
example, I am legally blind in one eye but can see reasonably well with glasses; our society
doesn’t consider that disabling. A wheelchair user who can move just fine if there’s a ramp
provided, on the other hand, is viewed as disabled. The barriers are social and cultural; it is
those barriers, not the impairment itself, that render a particular person with a specific
impairment disabled. Originating with British activist Michael Oliver, this model shifts the focus to
the barriers to inclusion. “Disabling barriers and attitudes” are the problem, not the impairment. A
disability’s origin in or outside the family, the disabled person’s difference from the family, should
not then define whether the disability is identity forming. The social barriers to inclusion, not the
impairment or its lineage, are what defines the disability as such—hence it is termed the “social
model.” It is often posed against the “medical model” of disability, which views the impairment
itself as the problem—as a personal tragedy, an individual trauma. Even many doctors and
nurses now embrace the social model; a 2014 nursing journal, for example, notes how this
model “challenges the view of disability as an individual problem . . . and instead focus[es] on the
barriers and attitudes that are disabling.”9However, many activists and scholars have suggested
that neither the social nor the medical model is sufficient, because the embodied experience of
impairment can’t just be “socialized” away. It doesn’t address the physical experiences of
impairment and pain, nor the stigmatizing “otherness” that, as Tom Shakespeare and Nick
Watson note, are part of disabled identity as it is currently constructed—and perpetuated by
families.10It’s not incidental that trauma has been foregrounded by some recent critiques of the
social model. Rather than critique the cultural narrative in which a diagnosis of disability is
always figured as an unprecedented trauma, sociologists Daniel R. Morrison and Monica
Casper argue that the social model minimizes how often disability is a literal bodily trauma.
“Disability studies,” they complain, “have been remarkably silent on matters of the traumatic
origins of many disabilities, and on the ongoing relationship between shocking events, their
abrupt and chronic impacts, and experiences of disability.”11 They point to catastrophic events
such as fistulas and war wounds, punctures and explosions to the body, and suggest that the



body must be returned to disability studies and its social model.But what these spectacular
accounts of wounded, traumatized bodies elide is that all disability is rendered as traumatic in
the dominant narrative. Disability—whether acquired through spectacular events of collective
violence like war, or innate—is already marked as disruptive, traumatic, and singular. The
disruption and “foreignness,” to use Solomon’s term, are part of how we construct disability as
such. That is part of how it functions to separate the disabled person from family and
lineage.Critiques of the social model are useful in their insistence on the embodied, lived
complexities of diverse mental and physical experiences. Impairment, pain, and the specific joys
and challenges of a particular bodymind need not be displaced by or in competition with the
focus on barriers, discrimination, stigma, shame, and all the other social factors that create the
category of disability. But focusing on fixing, curing, or otherwise erasing disability is too often
the only place the particularities of disabled bodyminds appear—ironically, in order to be
disappeared.Where the medical model employs the degree of impairment and the social model
uses social barriers to define disability, Solomon instead utilizes cure and fixability as the
barometer of familial difference. A disability is horizontal if it can’t be fixed. It matters—and gains
importance—precisely because this embodied difference is a trauma to the family and its
narrative. Solomon’s book is a laudable attempt to help parents make sense of and integrate
their children’s horizontal identities; disability is but one of many such identities that children may
have that range from prodigies to criminals. Disability here becomes just one of many horizontal
differences that challenge the identity and fabric of family. But in drawing a line between
differences produced by the family and those external to it, he unintentionally repathologizes the
“incurably” disabled and separates them from the life and lineage of the family.Solomon’s
argument hinges on the idea that disability is an aberration. A difference from a norm. It should
be integrated, tolerated, understood, but it is incurably other. This notion of disability as an
intrinsically negative form of difference is practically a textbook definition of ableism, as the
Center for Disability Rights succinctly defines it: “Ableism is a set of beliefs or practices that
devalue and discriminate against people with physical, intellectual, or psychiatric disabilities and
often rests on the assumption that disabled people need to be ‘fixed’ in one form or the other.”12
The belief in fixability undergirds these discriminatory beliefs and practices. Cure is the sorting
mechanism that determines whether a disabled person is human: part of a family or its defining
other. For Solomon, incurable disabilities are the ones that matter, that sort a child into the “far
from the tree,” horizontal category of difference. But as disability studies scholar Lennard Davis
notes, cure is exceptional and relatively rare while impairment is ubiquitous: “the only universal is
the experience of the limitation of the body.”13 It is not impairment that defines a person as
disabled, then, but this sorting according to curability.Solomon’s paradigm dehumanizes and de-
lineates disabled people because it relies on curability. Ableism undergirds Solomon’s horizontal-
vertical binary. For underlying his argument is the assumption that disabled people—whom he
defines as those who can’t be fixed or cured—are a problem in need of a solution. The “far from
the tree” model Solomon proposes depends on a normate to define it: to be its stabilizing, norm-



producing trunk. In Rosemarie Garland-Thomson’s terms, the normate is the semi-fictional
nondisabled person, “the constructed identity of those who, by way of the bodily configurations
and cultural capital they assume, can step into a position of authority and wield the power it
grants them.”14 These bodyminds require a category deemed “disabled” to give them meaning
and to authorize their power to sort, label, and de-lineate.The family that believes itself to be
normative needs a disabled child—if only an imaginary one, that much-discussed figure
saturating the discourse of pregnancy—to define it as such. As TL Lewis notes, the fear of
disability defines all people, not just those who are categorized as disabled.15 The family sorts
and separates the disabled child. They are incorporated only as a singular, unprecedented,
disruptively and traumatically pathological other. The bad apple against which the rest define
themselves. That parents themselves might be disabled—either currently or inevitably, if they
should live so long, in the future—is effaced by this paradigm. In fact, approximately one in ten
parents have a disability.16 But this is not part of our rhetoric of disability and family. The tree
demands the far-flung apple to confirm its superiority and normativity.When Solomon’s tome
began making the rounds of parents in my circle in 2012, three years after my daughter’s
diagnosis, I couldn’t quite articulate why I found it so problematic. To be honest, I found it
revolting. My disgust was twofold: I didn’t want my child to be one of those “far from the tree”
weirdos. And as a bisexual, queer feminist in a biracial family, deep in the lived politics of my
marrow, I felt how much his binary formulation of difference perpetuated an ableist myth of
normativity. A normative family is disrupted by the arrival of a child with an uninherited otherness,
and must learn to accept and incorporate this creature into its fold. The ways this child’s
difference might connect to differences in bodyminds in previous generations is unexamined.
The ways the supposedly normative bodyminds of the parents and siblings are themselves
idiosyncratic, particular, and unprecedented are effaced.The stark delineation between the
“normal” family and the disabled child forecloses finding and connecting to the family’s disabled
ancestry, to the parents’ eventual disability, and to imagined future generations with disabled
family members and caregivers. Disability lineage is unimagined and unimaginable, ensuring
that the trauma experience of disability will be repeated, repeatedly reproducing itself,
paradoxically, as unprecedented.This model is not only ableist; it also perpetuates ideas about
value and embodiedness that are profoundly racialized and racist. Blond hair, one of Solomon’s
examples of a difference that doesn’t matter or create identity, is actually quite definitional in a
colorist and racist society. In Nazi Germany, blond hair was sometimes the difference between
life or death for Jews: a powerful, genocidal sorting mechanism indeed.17 TL Lewis argues that
disabilities never exist in a vacuum; ableism is “a system that places value on people’s bodies
and minds based on societally constructed ideas of normalcy, intelligence, excellence, and
productivity. These constructed ideas are deeply rooted in anti-Blackness, eugenics,
colonialism, and capitalism.”18 The cultural norms defining family against its disabled members
are not only ableist but also profoundly racist.The salient, defining quality of horizontal identities
is that they are not inherited from the family, by either biological or cultural transmission. Such a



definition depends on a deep knowledge of one’s cultural and biological family history—one that
the people of the United States, a nation of descendants of migrants, immigrants, dispossessed
indigenous folks, and the formerly enslaved, cannot entirely know. Without knowing our disability
lineages, all of our children’s disabilities will seem unprecedented, uninherited, singular.
Traumatic. But it is the very system of sorting and dividing the supposed normate from the
pathologized disabled other that creates the condition of that traumatizing dislocation from
lineage.It might seem, then, that rather than name and claim our differences—and our children’s
—we should simply erase them in a warm, fuzzy blanket of acceptance. But as Tom
Shakespeare and other disabled disability studies scholars insist, differences are real,
embodied, material, and emotional. The construct of disability is a valuable one for naming and
claiming specific embodied, en-minded experiences. As critics of the social model argue,
claiming that barriers to inclusion are the only things that define disability marginalizes the
embodied, complex experiences of disability.Crip pride activists and scholars argue instead that
the very specific embodied and en-minded differences of disability have intrinsic value.
Variations of bodyminds add to human diversity. Reclaiming the pejorative “crip” as a marker of
pride in difference, they argue that such a deconstruction of social barriers often leaves
“impairment” unexamined. As Liz Crow argues, “External disabling barriers may create social
and economic disadvantages, but our subjective experience of our bodies is also an integral
part of our everyday reality.”19 Moreover, in our ableist society, we still need the concept of
disability: both as a legal tool to access rights under the Americans with Disabilities Act (ADA)
and as a cultural tool to name, claim, and destigmatize bodymind difference.For families, how
we name, include, or exclude disability is especially consequential. The delineation of disabled
from “normal” children reifies parental identification in ways that are problematic for all parent-
child relationships. By sorting some children as radically other and some as same, we commit a
double violence: we render as other everything about our children who happen to have, as all
children have, meaningful differences from their parents. And we narcissistically misrecognize
our children’s similarities to ourselves as identical, as ours.I identify strongly with my daughter.
With her stubborn, fierce spirit. With her ability to find irony and humor—dark, ironic humor—in
the absurdities of the world. And yes, with her sense of difference. My daughter has many
qualities that have nothing to do with her disability—and everything to do with being a nerdy,
Jewish, eccentric girl much like myself. But we assume that because we share traits with our
child that are not deemed identity-defining by our racist, ableist, misogynistic, heteronormative
culture, this child is therefore transparent and identical to us. Almost as much violence has been
done to children under the guise of “I see myself in you, you are the same as me” as from
deciding that a child’s difference is unassimilable into the family narrative.Parental identification
is fraught. Despite not being disabled, I identify with my disabled child. However, I have no lived
sense of what it means to communicate with a letterboard instead of a voice: to be sorted into
the “disabled” category. Yet that difference does not define our relationship. Nor is it
immaterial.SPECTERS OF SPECTRUMSPhilosopher Judith Butler suggests that so much of



how we talk about identity and difference relies on the notion of transparency: we presume that
we can easily and simply recognize ourselves in others, in the categories and words we use to
define and delineate. Disabled. Jewish. Queer. But as Butler notes, these identity markers are
formed by social norms that we ourselves did not create—regardless of whether we are
perceived as sharing them with our parents. “The norms by which I seek to make myself
recognizable are not precisely mine,” Butler argues, suggesting that there is a certain opacity in
the very act of identifying with something or someone. In giving an account of oneself, one is
already made opaque.20Families with disabled children are called to give an account of the
relationship between the nondisabled parent and the disabled child in ways that other parent-
child relationships are not. Their differences are magnified and reified, while their similarities are
rendered opaque, immaterial. The defining, rendering, and important difference is the disability.
Their other differences from—and similarities to—the parents remain opaque and need no
accounting.
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Jane, “Must Read!!!. I have never written an Amazon review until now. I stayed up last night to
read "All Our Families", which says something...since I have kids and dogs who are always
moving. I am pretty much permanently tired! I literally couldn't put the book down. It covered
topics that I have been begging people to write about for years. This book is going to be a
catalyst to write more about these issues and intersectionality in the disability field. Its
importance in understanding the history of disability culture cannot be overstated.I would have
liked to seen the concept of disability justice explored more in the grassroots context with the
structure from Sins Invalid (mentioned-thought not in this context), but this book hits on topics in
a way that somewhat reminds me of Audre Lorde's essays in "A Burst of Light". Of course, it is
unfair to associate this (or any) book with Audre Lorde...cause, it's Audre Lorde (no one can
touch that). But, it is the most holistic work on these topics that I have read in a long time that
isn't totally from an academic perspective and doesn't reek of ableism. This book is written for
those of us with disabilities, in the field of disabilities, or who identify as human beings.”

The book by Jennifer Natalya Fink has a rating of  5 out of 5.0. 4 people have provided feedback.
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