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DISABLED DOMESTICITIES AND THE
POLITICS OF BATHROOMS

Architectural Enactments of Interdependence

Ignacio G. Galdn

I want to invite you to look at this photograph of a domestic bathroom. Let’s
unpack it collectively as a small act of defiance—we are not expected to do
anything together in the bathroom!' The bowl, the most striking element in
the image, stands isolated in the middle of the room, a couple of feet away
from the closest wall. There is a pipe behind the bowl that seemingly feeds it
with water, in the absence of a flush tank. This pipe is the only element that
grounds this isolated device—it would otherwise be floating within the room,
a sort of throne, or part of a Duchampian operation of estrangement. Another
pipe, coming out of the wall close by, might provide water to an additional
device: a sink, maybe, since none is in sight. Or it might serve as a grab bar, in
case one would need stability while using this free-standing seat. The toilet pa-
per, to the front, is too far to be reached comfortably while seating. A shower
equipped with a handheld hose is placed right behind the toilet, leaving the
bowl’s position even more unsettled. One could even sit on the bowl while
taking a shower—a suggestion that is not so unlikely given the position of the
towel right above the toilet paper roll, which is fully covered as if to protect it
from getting wet. This disruptive arrangement of devices is further estranged
by its relation to the sequence of spaces pictured outside the bathroom. We
perceive the toilet bowl from behind, as we look outwards from the bathroom
into the next room. The toilet is aligned with the door, which the photograph
depicts as wide open. Nothing in the next room helps decipher its intended
use, but it seems to be quite large and well-lit. Across the room, a second door
opens to yet another space, in which a third door, this one closed, offers an
enclosure that is too far from the precarious toilet bowl (Figure 1.1).

This distribution of the bathroom’s facilities and its relation to other
spaces within the house challenges any normalized understanding of bodily
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FIGURE 1.1 A bathroom designed by the office of architect Sally Swanson in Berke-
ley, ca. 1975, featured in Raymond Lifchez and Barbara Winslow,
Design for Independent Living: The Envivonment and Physically Disa-
bled People (1979). (Photograph by Multimedia Center. Courtesy of
Raymond Lifchez.)

performances, as well as the bathroom’s historically constructed association
with privacy and intimacy.? Mediating several practices of care, this bathroom
was entangled in the redefinition of those performances and associations, as
it was enacted by disabled individuals in Berkeley, California, in the 1970s.
Designed by the office of architect Sally Swanson, the bathroom was featured
in a publication titled Design for Independent Living: The Environment and
Physically Disabled People, edited by Raymond Lifchez, an architecture profes-
sor in the College of the Environmental Design at the University of California
Berkeley, and PhD candidate and lecturer Barbara Winslow.* The publication
presented the design inventions and spatial transformations supporting the life
of several disabled individuals who countered their internment in medical in-
stitutions as much as their seclusion within the family household. They worked
to unfold their life within their communities with the assistance of both so-
cial and material infrastructures, many of them facilitated by the Center of
Independent Living (CIL). At stake in the practices of care mediated by the
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bathroom was the tension between these individuals’ pursuit for independence
and the forms of interdependence that they developed to sustain that pursuit,
resulting in networks of kinship that manifested as an alternative to the nuclear
family as a privileged framework of care.

Initiated by disability activists in 1972, the CIL resulted from the organ-
izing and activism started some years earlier by UC Berkeley students—the
so-called “Rolling Quads.” Significant among them was Ed Roberts, who in
1962 had been the first student with severe disabilities to attend Berkeley.*
Following the paradigm of the period, which regarded disabled individuals as
patients in need of internment, Roberts was housed at the campus’s Cowell
Hospital. Critically, however, he demanded that he would live there not as a
patient but as a resident, with the help of attendants.® Roberts was soon joined
by other disabled students, including John Hessler and Herb Willsmore, and
they quickly organized within the hospital to pursue greater independence and
participation in social life. Their ambitions eventually led to the founding of
the Physically Disabled Students Program within the university and, later, of
the CIL outside the campus. Run by and for disabled people, the CIL soon ex-
panded to include individuals beyond the university and other activists such as
Hale Zukas, David Konkel, and Judith Heumann. The CIL led the disability
community in the Bay Area to pursue several advocacy projects and operated
as a counseling center and knowledge-sharing platform supporting individu-
als in their struggle for “mainstreaming” (a term that was used to appeal to
their pursuit to have the same opportunities as nondisabled individuals) and
in their life outside institutions, including referrals to attendants, among other
services.

Most of the historiography of the Independent Living Movement has
focused on the transformation of public spaces (significantly including the
introduction of curb cuts in Berkeley) and has often overlooked the transfor-
mation of bathrooms and other domestic spaces.® Additionally, most scholar-
ship on what is known as the politics of toileting for disabled individuals is
concerned with public restrooms.” And yet, domestic restrooms are key sites
for the structuring of both bodily performances and social norms—questions
that are central to the politics of architecture and of disability—within the
highly structured spaces of the home. And, as sociologist Rob Imrie has pro-
posed, “disabled people’s domestic experiences are, potentially, at odds with
the (ideal) conceptions of the home as a haven, or a place of privacy, security,
independence and control.”®

Despite this relevance, the Independent Living Movement itself often left
domestic spaces outside their lawsuits and legal actions, which focused on
transformations of public spaces and buildings. And yet, bathrooms were also
at the center of the contemporaneous mobilization of the disability commu-
nity in pursuit of structural reforms, even when they focused on public build-
ings. For example, in 1977, CIL members spearheaded protests in response to
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the failure of the Nixon, Ford, and Carter administrations to develop the nec-
essary regulations for the implementation of Section 504 of the Rehabilitation
Act of 1973. Section 504 had been developed to expand the civil rights laws of
the 1960s by prohibiting discrimination against people with disabilities in pro-
grams that received federal financial assistance. During the final phase of their
protests (ultimately leading to their success), disabled individuals occupied
the San Francisco Federal Building of Health, Education, and Welfare in what
turned out to be the longest sit-in in a federal government office in US history
to date. The sit-in succeeded thanks to critical alliances between different civil
rights movements, bringing to the fore the diverse experiences within the dis-
ability community and taking advantage of the different resources and knowl-
edges of different groups that participated in the sit-in. The Black Panthers, for
example, provided dinners to the occupiers, while deaf individuals were able
to communicate with the outside without the interference of the police using
American Sign Language (ASL).” And while the protestors were fighting for a
more accessible built environment—with toilets that they could use—they had
to live during their protest within a building that was not prepared for them.

In response to these limitations, the sit-in offered an opportunity to enact
the prefigurative politics that characterized many of the civil rights movements
at the time—understanding prefigurative politics as those by which the goals
of the movement are rehearsed within the modes of organization mobilized
during their struggles.'® Mary Lou Breslin described the sit-in as “a living role
model,” in which disabled individuals were “living out the purpose that [they
were] trying to embody in [the Section 504 ] regulations—that purpose was
being experienced and exercised in the building itselt.”!! Lifchez and Win-
slow’s publication gathered the experience of Peter Trier, one of the disabled
individuals in the sit-in, who reflected on both the opportunities and chal-
lenges of this prefigurative modeling:

It was a beautiful experience characterized by shared emotions and loving
concern; the depth of commitment of a group who was willing to take
serious risks with their health and well-being for the sake of a shared belief
moved me profoundly.'?

As a matter of fact, the sit-in probed the forms of care unfolding within the
community and their relations with architecture, as some of the participants
had to live without the help of devices such as catheters or the assistance that
they regularly required for their bowel movements and their performances of
grooming and hygiene.'* Corbett Joan O’Toole describes some of the designs
that they developed in response, including an improvised shower made by
hooking up a hose to the sink faucet in the women’s bathroom and placing a
baby’s bathtub in front of it.!* Ultimately, the politics of disabilities became
evident in San Francisco not only in their heated discussions but also in their
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tactics of living, including how to be clean and how to shit. Just as they did
outside of the sit-in, disabled individuals demonstrated both their expertise in
the transformation of the built environment and the diverse forms of care they
practiced within it.

Care and its spatialization were critical to the project of the Independent
Living Movement at the time. Significantly, although the movement sought
to facilitate the “independence” of disabled individuals, this emphasis was dif-
ferent from the pursuit of autonomy and assimilation, foregrounding instead
diverse forms of interdependence.!® In what follows, my goal is to analyze
bathrooms as architectural enactments of interdependence. I will highlight
how the interventions performed within bathrooms by members of the In-
dependent Living Moment not only allowed them to live outside institutions
of care but additionally offered an alternative to the nuclear family—and to
the single-family house as its architectural materialization. I will then move
to analyze these design interventions both as the site of assistance and as as-
sisted architectures—simultaneously challenging the autonomy of the body
and the capacity of architects to operate as experts independently from the
knowledge and performances of disabled individuals. Resulting instead from
the agency of disabled individuals as designers themselves, the architecture of
the bathrooms I will address—along with other transformations of domestic
spaces—did not merely offer functional solutions to these individuals’ needs
but rather operated as both technical and aesthetic interventions within new
forms of kinship.

In my reading of these bathrooms, I assume a materialist approach by
which neither culture nor politics are constrained to the realm of ideas but are
rather mediated by material artifacts such as architecture. I argue that these
spaces not only include or deny access to certain kinds of bodies but also pro-
duce those bodies, along with their identities and social ties. This approach
challenges a medical paradigm in which disabilities are understood as indi-
vidual conditions and illnesses to be cured or mended.!® As an alternative to
this model, environmental and social paradigms frame impairment in relation
to social practices and the political dimension of medicine, situate disability
in relation to diverse forms of oppression, and emphasize the characteristics
of the built environment that identify specific bodies as disabled.!” A critical
approach to disabilities has increasingly built on these models to emphasize
the shared lived experiences of disabled individuals, both as a result of those
forms of oppression and as a platform for a shared culture, an episteme, and
a politics.'® This approach relates to other developments in feminist, queer,
and transgender studies, as well as forms of activism that highlight the so-
cial and political production of gender and sex.' Some have embraced the
term “crip” and have expanded the discussion on disabilities in alliance with
those movements and as a form of resistance to what Robert McCruer has
discussed as “the contemporary spectacle of able-bodied heteronormativity.”
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Meanwhile, other scholars have emphasized the intersection of disability with
other categories of identity, including race, following the understanding that
“Blackness and disability have been—and continue to be—discursively linked
in various cultures,” as Sami Schalk has argued.?! While the disability rights
movement that led the architectural interventions and practices of care that
I address here rarely centered these intersections, I will highlight the ways in
which their practices of interdependence and care aligned anti-ableism with
the fight against other forms of oppression based on gender, sexual orienta-
tion, and race—allies in pursuit of alternative forms of care.

Unveiling Intimacies

The bathroom within which we started was among the multiple transforma-
tions of domestic spaces performed by disabled individuals in Berkeley, which
they sometimes defined and built on their own and sometimes with the as-
sistance of architects.”? Regardless of the participation of professional sup-
port, these transformations centered the knowledge and expertise of disabled
individuals rather than relying on the authority of architects and other ex-
perts. This was particularly significant in the case of bathrooms, which have
frequently been rendered as neutral technological devices since the advent
of modernity. Contrary to this understanding, bathrooms are highly specific
historical artifacts. While many of the characteristics of Western bathrooms
still prevalent until today were both encoded and increasingly disseminated by
diverse experts between the mid-nineteenth century and World War II, mem-
bers of the Independent Living Movement developed new forms of expertise
that joined other challenges to these prevailing standards.

The most significant among these challenges in the United States was Alexan-
der Kira’s scientific study of bathrooms and their use, developed between 1958
and 1965 during his tenure as Architecture Professor and Associate Director
of the Center for Housing and Environmental Studies at Cornell University
and published as The Bathroom: Criteria for Design in 1966.%* Grounded on
Henry Dreytuss’s work on ergonomics, Kira developed user-centered research
on diverse practices and behaviors of bathroom use and challenged devices
that did not conform to those practices. Although the study was supported
by broad-reaching field research and explored differences across ages and cul-
tures, his ultimate goal was to lead a design reform following technocratic
logics, privileging optimal postures according to medical paradigms.?* While
his first publication did not pay specific attention to disabled individuals, Kira
amended this absence in the 1976 edition, in which he explored the behaviors
and practices of individuals with diverse types of impairments and accounted
for the technical, social, and psychological dimensions of their practices within
the bathroom. Still, the chapters dedicated to disability and aging confirmed
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the technocratic outlook of the book, with those experiences subsumed to
abstract analysis and leading to technical generalizations.?®

The knowledge that Design for Independent Living presented about
bathrooms—and the built environment more broadly—was radically different
to this technocratic approach, in its nature, in its sources, and in its goals.
The bathrooms it featured were neither characterized by generic devices and
normative spatial characteristics nor presented as model responses to the spe-
cific needs of disabled individuals. Instead, they were idiosyncratic adaptations
resulting from the multiple dimensions of everyday life—including concerns
with access along with responses to different experiences of beauty, among oth-
ers. Rather than celebrating professional authority, these interventions and the
whole movement emphasized the expertise of disabled individuals as the source
of design authority, considering that “the disabled person may have a point of
view that challenges what the designers would consider good design.”?¢

The book presented the transformations of bathrooms alongside other
tools, furniture, and architectural adaptations of interiors as manifestations
of the creativity of these individuals. Some of the adaptations were custom-
made versions of generic architectural devices such as ramps, and others re-
sulted from the introduction of equipment commonly used in hospitals, such
as the Hoyer lift, within domestic spaces. Many of the design transformations
were ingenious devices, such as tools to extend the reach from a wheelchair,
open glass shelves to facilitate inspecting the content of a storage unit, and
multilevel kitchen counters. Other changes consisted of transforming the ex-
pected use of spaces, such as bringing the bed into the living room in order for
someone with limited mobility to participate in domestic dynamics or locat-
ing a table by the side of the bed to allow someone to work within it. Rather
than tools for normalization, these design interventions were more clearly re-
lated to what scholars Aimi Hamraie and Kelly Fritsch have defined as the
“powerful, messy, noninnocent, contradictory, and nevertheless crucial work
of crip technoscience: practices of critique, alteration, and reinvention of our
material-discursive world” (Figure 1.2).%”

Some of the interventions within bathrooms featured in the study con-
tradicted the recommendations proposed by Kira when considering optimal
postures following generic physiologies. While Kira suggested that lower
toilets facilitated excretion, for example, some toilets gathered in Design for
Independent Living were lifted with wooden bases to facilitate seating. Far
from generalizing any of these design interventions, the study always insists
on the contingent nature of those interventions and giving voice to the users:
“Mirrors ... should never be placed without consulting the user, because the
reflected image of the self can be very hard to deal with for a disabled ... indi-
vidual.”?® All transformations included in the study were, in fact, presented by
their users, who were regarded as the main agents of change.
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FIGURE 1.2 Documentation of environmental transformations collected in Ray-
mond Lifchez and Barbara Winslow, Design for Independent Living:
The Environment and Physically Disabled People (1979). Hoyler lift
(left) and arrangement for obtaining water without assistance (right).
(Photographs by Multimedia Center. Courtesy of Raymond Lifchez.)

These transformations can be placed within a broader challenge to the nor-
mative standardization of bathrooms performed contemporaneously by the
counterculture movement in the West Coast. If Kira’s book was a manifesta-
tion of a technocratic approach, the journal WET: The Magazine of Gourmet
Bathing captured these latter challenges. Edited between 1976 and 1981 by
Leonard Koren in Venice, California, the magazine situated bathrooms and
bathing performances within a broad array of topics ranging from music, tel-
evision, design, and fashion to medicine, drugs, beauty, and sex. Far from
normalization, both the bathroom and the magazine were presented as “a
clearing house for the weird.”?” Rather than the site of expected performances,
bathrooms were presented as opportunities for chance encounters. (“Some-
body he recognizes from last night is in the showers. This one avoids him.”)*
They were discussed in personal interviews or fictional narratives in relation
to discourses on gender and diverse attitudes toward hygiene, among many
others.

Aligned with this socialization of the bathroom and in a radical departure
from the technocratic approach that conventionally characterizes architects’
study of disability (an approach that architect and historian David Gissen
has recently framed as “functionalist”)?—Lifchez and Winslow sought to
capture the “material-discursive world” of disabled individuals through an
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ethnographic approach. Rather than regarding disabled individuals as bearers
of special needs to be solved by an external source of knowledge, the study
engaged them as members of a culture that could be explored, valued, and
learned from. In fact, while the study was addressed fundamentally to design-
ers, it was not grounded in their knowledge but in that of disabled individuals
themselves. Developed together with Berkeley students who conducted more
than 800 interviews along with photographic and video documentation, the
study engaged disabled individuals as “informants” and situated their designs
in relation to their behaviors, skills, and organizational networks.

Different from the recording of diverse performances in the bathroom de-
veloped by Kira, the documentation produced for the study privileged the
viewpoint of the informants, with cameras inventively attached to wheelchairs.
Even more, while Kira characteristically hid the faces of the subjects participat-
ing in his studies, all the individuals interviewed in this study were represented,
both in the text and in the images, as individuals with distinct personality and
complex lifestyles. While the study sought to highlight that “the life story
of each disabled individual [is] unique,” and engaged and represented indi-
viduals with diverse disabilities and racial backgrounds, they still emphasized
a limited description of the plurality of experiences of disabilities, privileging
the point of view of white wheelchair users, only one of whom was blind, and
most of whom were linked to UC Berkeley.?? Challenging this specific outlook
would have contributed to the construction of what Mia Mingus discusses as
“a model of disability that embraces difference, confronts privilege and chal-
lenges what is considered ‘normal’ on every front”—building the grounds of
the pursuit for disability justice.®?

And yet, despite this limitation, treating disability as a culture through an
ethnographic lens was a radical proposition at the time. The study covered
several activities and areas of life, ranging from grooming to storing and from
socializing to excreting. Disclosing the private life of disabled individuals was
a form of defiance in of itself, for often their lives were, at that time, con-
strained to medical institutions or within the family household and were rarely
part of public life. In fact, the image of disabled individuals was often con-
structed both through stereotypes and taboos, both of which the book sought
to challenge. In this unveiling, the study challenged the way in which “ableism
has framed [disabled individuals] as unfit for grace, to be hidden from public
view.”** This defiance was particularly significant as it concerned bathrooms,
for, as the authors remarked, “the activities, devices, and techniques associated
with grooming have traditionally been surrounded by an aura of mystery—
the secrets used to produce the desired image are hidden, sometimes even
denied.”* Unveiling and socializing the diverse practices taking place within
the bathroom was not only a goal of the ethnographic study but also one
pursued by disabled individuals themselves at that time—as we shall now turn
to discuss.
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Open Bathrooms and Expanded Domesticities

Many of the transformations pursued by members of the Independent Liv-
ing Movement in their spaces of residence led to the literal opening up of
bathrooms, exposing them to the view of both those sharing the household
and visitors. This unveiling of bathroom spaces and practices resulted in the
disruption of traditional constructions of intimacy and privacy. For example,
Carmen Anderson explains how she had to leave the bathtub exposed in mak-
ing her restroom accessible, while Gary Peterson discusses the removal of the
bathroom door in his house to allow him to enter with his wheelchair. And
while he argues that this removal was never a problem for him—accustomed as
he was to need the help of attendants in the bathroom—it was often a source
of embarrassment for his visitors.*® Making the bathroom “usable,” the study
discussed, was often pursued at the expense of privacy.?”

However, rather than framing this loss of privacy as a limitation, the study
presented this key transformation of the bathroom as an opportunity for new
socialities. Analyzing Carmen Anderson’s case, the authors of the study argue
that:

bathing [turns into] a rather public event accompanied by conversations
from room to room with attendants and friends .... Carmen plans to hang
a net chair from the ceiling beside her tub; it will be out of the way and will

provide a seat when needed, further emphasizing the acceptance of nudity
in this household.?®

Tom Dempsey’s bathroom, which was only separated from the hall of his
house by a curtain, resulted in a similar disruption of normative constructions
of privacy and intimacy. And these were even more significant in the rooming
house in which he lived, for they incorporated individuals beyond the confines
of the nuclear family (Figure 1.3).

If the introduction of the water closet as an independent and enclosed
room had been a key mechanism for the ordering and disciplining of fam-
ily dynamics since the mid-nineteenth century in Britain, the opening up of
the bathroom was a manifestation of alternative networks of kinship—which
the study celebrated.®* The authors of the book regarded Dempsey’s living
arrangement as “a stimulating living environment” and he celebrated the net-
works it triggered:

[It] exposes me to a constant flow of a wide variety of people .... There’s
a cross section of types: college students and older people, long-term resi-
dents who are neighbors and have become friends. The result is a constant
ebb and flow of various types of humanity through the place I live. Some
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FIGURE 1.3 An accessible bathroom featured in Raymond Lifchez and Barbara

Winslow, Design for Independent Living: The Environment and Physi-
cally Disabled People (1979). (Photograph by Jane Scherr. Courtesy of
Raymond Lifchez.)

have become friends and are supportive.... Because they are part of my
house, they have become a part of my subject: the disabled existence.*

The so-called “disabled existence” was presented as a new form of subject-
hood that challenged constructions of individual autonomy and presented an
alternative form of sociality that questioned the nuclear family as a privileged
form of association.

This alternative form of life was shared by many of the study’s inform-
ants, most of whom lived with roommates, many times also disabled them-
selves. Mary Ann Hiserman and Lennis Jones (both informants in the study)
lived together as roommates, and their house was described as a “crossroads,”
frequented by many people, including the nine to ten attendants that they
shared.*! These living arrangements might have resulted from the specific fo-
cus of the study (which included a high number of university students), but
some of its characteristics were also shared by those in more affluent and stable
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positions. Carmen Anderson, for example, lived with her three kids, but her
house was also occupied by “an assortment of tenants,” the study argued.*

Attendants were significant members of these expanded arrangements and
performed forms of labor often confined within the family or externalized
to medical institutions. Their labor was fundamental for the life of disabled
individuals, assisting in their functional needs, providing emotional and social
support, and creating links with other individuals and organizations.** But
the expanded kinship networks characteristic of these arrangements included
diverse types of relations and forms of affiliation. Significantly, these networks
did not preclude emotional relationships and the pursuit of these individuals
to have their own families. For example, after living in an institution, John
McLaughlin moved to live with a woman who was both his attendant and
emotional partner.** In this regard, the study explicitly responded to “soci-
ety’s unwillingness to view [ disabled individuals] as sexual beings and potential
mates” and included scenes of intimacy within the ethnography, even while
challenging the normalization of the nuclear family and its ideologies as the
only framework for intimate relationships (Figure 1.4).%

This pursuit takes on particular meaning considering the historical alliances
between the nuclear family and ableism. As writer Jennifer Natalya Fink has
recently explored, “Families continue to define themselves against disability.”*¢
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FIGURE 1.4 A scene of intimacy featured in Raymond Lifchez and Barbara Win-
slow, Design for Independent Living: The Environment and Physically
Disabled People (1979). (Photograph by Jane Scherr. Courtesy of Ray-
mond Lifchez.)
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Fundamental to this exclusionary definition is the consideration of disability
as a category of identity, but one that is not vertical—such as those derived
from blood, as the family lineage—but horizontal—one that is “an inherent
or acquired trait that is foreign to his or her [sic] parents and must therefore
acquire identity from a peer group,” as culture and psychology scholar An-
dre Salomon has explained.*” The nuclear family featured prominently in the
study and was mostly regarded as a space of limited freedom, in which parents
sought to protect disabled kids from risks at the expense of their independence
and integration.*® In some cases, those descriptions seem to illustrate the way
in which social theorists Michele Barrett and Mary McIntosh have described
the family as “a trap, a prison whose walls and bars are constructed of the
ideas of domestic privacy and autonomy”—both of which were challenged by
these individuals’ life projects.* Allison C. Carey, Pamela Block, and Richard
K. Scotch have argued that in lieu of autonomy, political consciousness, and
cultural identity, even activist parents of disabled kids tend to pursue “cure
and maximal normalization, striving to erase rather than embrace disability.”*°
However, while not featured in the study, the parents of some independent
living activists played important roles as advocates of their causes. For exam-
ple, Ed Roberts’s mother, Zona, was both a significant supporter of her son
and a key ally of the movement and worked as a counsel at the CIL since its
inception.?!

In framing their transformation of bathrooms as a challenge to the family,
I aim to highlight the disability community in Berkeley as a political move-
ment and put it side by side with other activists who took on a similar pro-
ject from anti-patriarchal and anti-racist stances. In this proposition, I locate
disabled individuals amongst what feminist author Sophie Lewis calls “anti-
genealogical fugitives” (in their challenge to genealogy as the privileged form
of relatability) and the pursuit of the Independent Living Movement as one of
“provincializing the private nuclear household.”*? A wide discontent with the
family—with its limitations and exclusions—was contemporaneously shared
by many, including intellectuals, the women’s liberation movement, and the
queer community.®>® The latter was particularly significant in the Bay Area,
leading what historian Stephen Vider calls a “re-invention of the household”
with different strategies of communal living—regarded at the time as “an at-
tempt to create new forms of extended family.”** These strategies responded
to the diverse forms of exclusion that resulted from the growing normalization
of the family following the hetero-patriarchal model. These exclusions were
also grounded in racist bias, which were paradigmatically encapsulated in a
1965 report published by Daniel Patrick Moynihan (then Assistant Secretary
of Labor under President Lyndon B. Johnson and later a senator), which dis-
missively referred to Black families, often led by women, as “a tangle of pa-
thology.”®® Some Black leaders, including Kay Lindsey and Hortense Spillers,
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responded to this form of racial exclusion not in pursuit of inclusion but with
what scholar Tiffany Lethabo King calls “a distinctly abolitionist critique of
the family.”*¢ Significantly, King detects in this work a pursuit of “non conven-
tional modes of extending kin and care networks,” similar to the ways in which
the expanded alliances of disabled individuals at Berkeley challenged the family
in pursuit of alternative forms of interdependence.?’

This pursuit was a challenge not just to the family but also to the single-
family house as its architectural framework. Most significantly, the Independ-
ent Living Movement questioned the bounded condition of the home, with
individuals frequently depending on networks of bathrooms located in neigh-
boring structures—enacting what could be considered a communal toileting
infrastructure. One of the cases discussed refers to a woman with muscular
atrophy who regularly used bathrooms outside her home since hers was not
accessible. Her own bathroom was far from useless; it became a key element
when considered within the infrastructure, since it was used by the attendants
that assisted her.*® This paradigmatic shift in the relationship between the do-
mestic bathroom and the family home links the transformations performed by
the Independent Living Movement to other revolutionary transformations of
domestic spaces and their values such as the introduction of collective kitch-
ens and kitchenless houses since the nineteenth century.®® If the home was
rendered not as a “sanctuary” (following Imrie) but instead as a “prison,” the
transformation of its bathrooms was a medium for liberation.®

These networks of bathrooms enacted what David Gissen has discussed
as a “disability critique of property,” all the more significant considering the
inscription of the family ideals not only into domestic typologies but also into
urban patterns and property articulations in Berkeley since the beginning of
the century (single-family home zoning has been operating in the area since
1916, the first in the country).®! This exclusionary zoning, which has also
been described through its racist origins, can be argued to be simultaneously
ableist in its assumptions.®? At stake in the development of a network of bath-
rooms amongst the households of disabled individuals was what Gissen de-
scribes as a strategy of “communalism” which “encourage[s] physical contact
and communication between owners of separate parcels, and would advance
ways of holding property in common.”% With these strategies, the bathroom
became a site for the radical rehearsal of new forms of socialization and prop-
erty articulation.

Networks of Interdependence and Assisted Architectures

This challenge to the family house as both a social reality and a mediator
of property framed architecture’s relation to the diverse networks of inter-
dependence rehearsed by the Independent Living Movement. As Melinda
Cooper has argued, the shift in family structures in the 1970s energized the
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politics of neoliberalism and social conservatism in an effort to “reestablish
the private family as the primary source of economic security and a com-
prehensive alternative to the welfare state.”®* Welfare programs were funda-
mental to the life of disabled individuals in Berkeley at the time, including
resources provided by county welfare offices, the California Department
of Vocational Rehabilitation, and the federal Social Security Programs, in
addition to nonprofit organizations such as Lighthouse for the Blind, the
Cerebral Palsy Association, and the March of Dimes.®® Informal networks,
many of which were also facilitated by the CIL, were also fundamental to the
agenda of disabled individuals—together shaping what organizer and film-
maker Jim Lebrecth describes as “a promised land ... where you could live
independently.”%¢

While welfare support was key to facilitate independent living, at times its
logics countered the pursuit for full integration into society and limited the
options that disabled individuals in Berkeley had regarding work for fear of
losing subsidies if they exceeded the amount of income allowed, even with
the large medical expenses they had to incur.®” In these challenges, they joined
the struggles of other groups, such as those detected by the National Wel-
fare Rights Organization (NWRO), led by Black women at the time.®® Their
struggles fit within the “policy wasteland” that disability rights activist Marta
Russell explored in her reflections on the relationship between capitalism and
disability, given the spectrum of realities defined between dependence and
independence in which diverse forms of assistance take place.®

The architectural transformations of bathrooms performed by independent
living activists explored these forms of assistance and were transformed into
a space of conviviality and care. The distribution of devices in the bathroom
with which we started, for example, was characteristically planned to easily
accommodate several individuals and their assisted performances of excreting
and bathing, as were many others transformed by independent living activists
at the time. And yet, this was not the only strategy developed contempora-
neously in response to the concerns of disabled individuals. A paradigmatic
alternative in the United States is seen in the research of Timothy Nugent, the
director of the Rehabilitation Education Center at the University of Illinois,
which led to the transformation of bathrooms to accommodate disabled indi-
viduals and culminated in the 1961 code “American Standard Specifications
for Making Buildings and Facilities Accessible to and Usable by the Physically
Handicapped.” And yet his proposals emphasized rehabilitation and auton-
omy, with guidelines for bathrooms expecting users to independently move
from wheelchairs to toilet seats with the help of grab bars and other assistive
technologies. And, as design historian David Serlin has argued, “assistive tech-
nologies” operate at the expense of “the exchange that otherwise might occur
between human beings working with each other,” like many of the designs in
Berkeley privileged.”
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Some architects, such as Selwyn Goldsmith (who was disabled himself after
contracting polio), were critical of Nugent’s work, which they thought was
solely focused on young and fit individuals and offered a limited approach
to disabilities guided by a pursuit of normalization.”! Goldsmith’s own ap-
proach resulted from a broad survey of the experiences of disabled individuals
and was published in the volume Designing for the Disabled (sponsored by
the Royal Institute of British Architects and published in different versions in
1963, °67, and ’76). Different from Nugent, his work emphasized assistance
within restrooms and offered guidelines specifically catered for diverse forms
of interdependence. Attending to the diverse ramifications of these practices,
he challenged gender segregation of public restrooms in order to accommo-
date assistants, which were many times of a different gender. As Elizabeth
Guffey has carefully analyzed, his approach was much more than a set of di-
mensional and technical definitions, implying a larger infrastructural opera-
tion of care that acknowledged differences under the umbrella of the welfare
state. As Goldsmith stated: “Imbued as I was within the social welfare ethos of
England, the way to help disabled people had to be ‘for the disabled” way.””?
While Lifchez and Winslow’s research did not mention Nugent’s work, their
publication referenced Goldsmith for, as Guffey has discussed, Nugent aimed
to “‘neutralize’ the effects of disability,” while Goldsmith challenged the “un-
questioned assumptions about the value of normality and independence” 7*—a
project with which the Independent Living Movement aligned.

Attendants played key roles in challenging these “unquestioned assump-
tions” and often formalized with their labor the performances of care that
made bathroom performances possible. Still, some members of the Independ-
ent Living Movement had questions about their role, particularly regarding
safety and formal training for their job, among others.”* Others expressed con-
cerns with depending on informal networks of support it one did not have
access to them. More recently, Leah Lakshmi Piepzna-Samarasinha, a disa-
bled Black femme author and activist, has powerfully encapsulated these latter
concerns:

[If] someone drops me, if someone doesn’t show up for a shift, I can die.
I don’t ever want to depend on being liked or loved by the community for
the right to shit in my toilet when I want to.”

At stake was the fragile relation between dependence and care, which disabled
individuals had to negotiate.

And yet, while the life of disabled individuals depended on diverse forms
of assistance, they actively contributed to the life of others in multiple capaci-
ties within broad networks of care. John McLaughlin, for example, supported
other individuals as a crisis counselor at the Berkeley Free Clinic and peer
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counselor at CIL, assisting them in engaging and confronting institutional
forms of assistance, such as those provided by the Department of Vocational
Rehabilitation and Alameda County Welfare, while Gary Peterson was in-
volved in peer counseling through a radio show he produced.”® Operating
within these networks, disabled individuals contributed to depathologizing
assistance while also highlighting care as an essential feature of survival. As
scholar Jina B. Kim has proposed, the framework of “interdependency allows
us to understand dependency beyond the single register of pathology and,
further, prompts us to recognize the webs of support that enable us to live.”””

While accommodating diverse forms of assistance was a leading motive for
many design interventions, other transformations of bathrooms hosted the
independent performances of diverse users. In fact, while bathrooms are often
a dangerous space for disabled individuals (with their constrained spaces and
slippery surfaces making it easier for one to trip), the study described difter-
ent performances of those individuals challenging any limitation. Some, for
example, included sinks and mirrors placed in a lowered or tilted position to
support cleaning and grooming for those on a wheelchair. Others suggested
the inclusion of sideboards to transfer into chairs off of benches fitted into
showers or bathtubs (Figure 1.5).

In the presentation of those transformations, the concern of the publica-
tion was twofold: on the one hand, it rendered obvious the ways in which
bathroom architectures actively disable the body or make the body unable
to perform certain tasks—ways that these designs hoped to compensate. On
the other hand, it also highlighted the capacity of those bodies to perform
in inventive ways, sometimes with technologies that expanded their capaci-
ties and sometimes alone. That has been more recently the concern of artist
and design researcher Sara Hendren; when highlighting how “bodies come
up against stairs and sinks,” she suggests that the question does not necessar-
ily need to regard how architecture can meet specific bodies, but rather ask,
“What can a body do?””® As a matter of fact, the transformations implemented
by Independent Living activists cannot be considered as merely functional or
utilitarian design interventions, as they imply a more radical destabilization
of architecture’s relation to use—considering, with Sara Ahmed, under which
assumptions “usefulness became a requirement” in the first place.” These in-
terventions can be read as a critique of the technocratic will of architecture and
design, since they were never framed as assistive technologies but, otherwise,
were situated along diverse forms of assistance and as assisted technologies in
their own right.

In this book, many of these designs were represented as being operated
with the assistance of both disabled and nondisabled individuals. Other times,
these designs were featured along scenes of care not necessarily mediated
by any technological aids—including, for example, an attendant helping a
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FIGURE 1.5 Documentation of environmental transformations in bathrooms col-
lected in Raymond Lifchez and Barbara Winslow, Design for Independ-
ent Living: The Envivonment and Physically Disabled People (1979).
Raised toilet bowl (above) and wheelchair inside a bathtub with
shower hose (below). (Photographs by Andrea Bernstein and Multi-
media Center. Courtesy of Raymond Lifchez.)
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disabled woman get dressed or another one performing a massage. Designs
also entered into dialogue with other technologies discussed in the study that
assisted the body in diverse activities conventionally hosted in the bathroom,
such as catheters and legbags—technologies that framed the body as assisted
as well. Ultimately, these tools extend the networks of interdependence be-
yond individuals as “design practices that recognize the deep relations pos-
sible not only among the animate but the inanimate, tools that challenge the
division of objects from subjects,” as scholar of disabilities Alison Kafer has
proposed.®® Building on Donna Haraway’s work, Kafer has defined these en-
tanglements as “crip kin”—relations that are not limited to functional capaci-
ties but that also operate within aesthetic and affective realms.®! The design
interventions transforming the bathrooms of the Independent Living Move-
ment were radically entangled within networks of interdependence, either
through the performances they mediated or through the shared knowledge
with which they were designed. They ultimately rendered not only the body
but also the architecture as assisted—as a site of care.

%

Following Judith Plaskow, “access to toilets is a prerequisite for full public par-
ticipation and citizenship... [and thus] almost all the social justice movements
of the last century in the United States have included struggles for adequate
toilet facilitates.”®* And yet, accessible bathrooms did not complete the pursuit
of disabled individuals. CIL leader Judy Heuman appealed to a larger quest
at stake in the bathrooms we have explored, in her evaluation of the achieve-
ments of the 504 sit-in at the time: “I should say everything is wonderful ...
[But] I am very tired of being thankful for accessible toilets. [If] I have to feel
thankful about an accessible bathroom, how am I going to be equal in the
community:”** Her question is valuable here in concluding this meditation on
both the political dimension of disability beyond access as much as the socio-
technical dimension of design artifacts: both are fundamentally entangled in
the discussion of architecture and care.

The interventions enacted by the members of the Independent Living
Movement situate design artifacts such as bathrooms within broad networks
of interdependence that exceed design itselt—opening up space for new con-
structions of kinship and new forms of care. These interventions unveil what
disability scholars David T. Mitchell and Sharon L. Snyder describe, in their
exploration of the biopolitics of disability, as “the active transformation of
life that the alternative corporeality of disability creatively entail,” against ex-
pectations of integration in normative life frameworks.** These interventions
ultimately serve as a model for a care revolution that, following the call of the
Manifesto of Restroom Revolutionaries, might bring us together to the bath-
room, once again.

Where will you be when the revolution comes?

We’ll be in the bathroom—come join us there.
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