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Abstract

This article reports a UK study in which 12 young disabled adults took part in in-depth

qualitative interviews that explored how gender and sexuality mattered for their per-
sonal assistance. We draw on queer, trans, and disabled feminist research and theory

to discuss the ways that genders and sexualities are part of the decisions that young dis-

abled adults make when arranging and managing their personal support, from drafting
support plans and recruitment adverts to working out how to share personal space

and display the body. We discuss how gender and sexuality are part of the interactions

that young disabled adults imagine as necessary for them and their personal assistants
(PAs) to be able to work together. The article also offers a creative approach to repre-

senting the data. Composed from young disabled adults’ words following a grounded

theory analysis of the data, vignettes were developed to respond to ethical challenges
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of representing the stories of disabled queer, trans, and nonbinary young people. The

article ends by discussing the ethical work of enabling gendered and sexual lives through

personal assistance. The project was funded by the National Institute for Health and
Care Research (NIHR) School for Social Care.

Keywords

disability, gender, personal assistance, sexuality, social care, United Kingdom,

young adults

This article reports a study in which 12 young disabled adults with different gender and
sexual identities discussed how they arranged their personal assistance. The qualitative
study was funded by the National Institute for Health and Care Research (NIHR)
School for Social Care, and provides evidence from England and Wales, UK. In addition
to a focus on the practicalities of personal assistance, this article contributes an original
perspective on the interpersonal dimensions of support by asking how gender and sexual
identities influence and complicate the decisions young disabled adults make about their
care and the relationships and power dynamics that emerge (Ahlström & Wadensten,
2010; Shakespeare et al., 2017). It also explores the less often reported accounts of
queer, nonbinary, and trans disabled young adults alongside those of cis gender and het-
erosexual disabled young adults (Abbott, 2017). By drawing on queer, trans, and disabled
feminist research and theory, we explore how diverse gender and sexual identities were
made part of personal assistance, from the imaginative ways these were suggested in
support plans or written into recruitment adverts, to the interactions that took place
around the body and in the home in which genders and sexualities are enacted or dis-
played as valued identities, but which also occasion risks and vulnerabilities.

Personal assistance is a form of support that involves disabled people choosing what
tasks they need help with, how and when, and who helps them (Morris, 1993). Support
tasks vary from person to person and may include intimate personal care, support with
everyday chores, and/or ways of moving through the home and world. Personal assist-
ance is a tool for disabled people to use, but it is also a space of interaction and meaning-
making (Shakespeare et al., 2018). We situate the doing and imagining of gender and
sexuality within these support practices and relationships. Our data show how personal
assistance can be how many disabled people live their embodied lives and enact
genders and sexualities in embodied ways, from “girly days” for some women seeking
an experience coded as feminine, such as accessing a spa or having their nails painted,
to accessing transition related healthcare for trans and nonbinary people. For young dis-
abled adults who employ personal assistants (PAs), there is a need to ground practices in
shared understandings and values around genders and sexualities. This can involve nego-
tiations and translational work of understandings between imagining and doing gender
and sexuality through these support relationships.

We also offer an original creative approach to representing the data, acknowledging
the need for care when sharing stories from minority communities who can become

2 Feminism & Psychology 0(0)



particularly visible when multiple aspects of identity, embodiment, and support are com-
bined (McElhinney & Kennedy, 2022; Willis, 2019). Composed from, and grounded in
(Charmaz, 2014), our participants’ words, we developed composite vignettes to respond
to ethical challenges of representing the stories of disabled queer, trans, and nonbinary
young participants who access personal assistance. Our vignettes are narratives of
three disabled young adult characters who map gender and sexuality differently: these
characters are a trans masculine person (Vignette 1), a nonbinary person (Vignette 2),
and a cisgender woman (Vignette 3). A final extract (Vignette 4) imagines these charac-
ters in interaction. Before we introduce our study and the composite stories, we explore
the embodied and interactional work of disability, gender, and sexuality, and introduce
discussions about the theory and practice of personal assistance.

Doing and imagining gender and sexuality in personal assistance

In keeping with our focus on genders and sexualities, our analysis applies feminist scholar-
ship on gender and sexuality to understand the experience and practice of personal assistance
and disability. We use a poststructural sociological approach to help us grasp how gender
and sexuality are part of the decisions that disabled young people make about their
support as they seek to feel comfortable in their own home and skin with PAs (Butler,
1990, 2004). Our approach also speaks to ideas within relational sociology which fore-
grounds mutually interacting bodily/embodied subjects (Burkitt, 1998; Crossley, 2010).

We see gender and sexuality as intimately bound up in the social world, and as matter-
ing for the support practices that shape young disabled people’s embodied presence in the
world (Fritsch, 2010; Gibson, 2006). We contribute this understanding to the emerging
policy literature on power and personal assistance relationships, which recognises that
an individual’s gender or sexual identity can play an important role in the choices they
may make about their support (Jones, 2020; Shakespeare et al., 2017). Our analysis pro-
vides theoretical rigour by focusing on the ways that disabled young people who use per-
sonal assistance are engaged in different forms of imagining gender and sexuality through
negotiation and understanding of support needs. We explore how the embodied interac-
tions of disabled people and their support workers in personal assistance are sites of doing
and imagining gender and sexuality.

We use Judith Butler (1990, 2004) to attend to the body as a site of doing and imagin-
ing gender in personal assistance. Following Butler, doing gender refers to the ways that
people enact gender in everyday practices, and imagining gender means the ways that
people come to their interactions with images and expectations about the genders they
and others embody. As Butler (1990, p. 90) offers, “always already a cultural sign, the
body sets limits to the imaginary meanings that it occasions, but is never free of an
imaginary construction.” The physical body is bound up with the cultural expectations
of bodies in situational contexts and the respective imaginings of the self and others in
those situations (Burkitt, 1998). These imaginings are important and powerful parts of
the ways bodies are made sense of and interacted with by others. Images of gender
shape how one is imagined as a man, a woman, a nonbinary person, or any other gendered
way of being human, and these categories and their meanings are embedded throughout
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social life (Lennon & Alsop, 2020). They become part of the way people do gender.
Sexuality is implicated in this doing and imagining, for instance, heteronormative gen-
dered expectations frequently flow through images of “normal” life (Marchia &
Sommer, 2019; Warner, 1993).

We explore how doing and imagining gender and sexuality shape support practices in
several ways: how bodies and identities are represented in depictions of support needs
and tasks; in the specific identities and knowledge sought from assistants; and in the
ways young disabled people live and express themselves. How disabled young adults
engage with their support workers is important for the possibilities that get crafted for
imagining their own embodiments and lives, the possibilities of which may be foreclosed
by the very people they bring into support them. As Butler (2004, p. 1) reminds us, “one
does not ‘do’ one’s gender alone. One is always ‘doing’ with or for another, even if the
other is only imaginary.”Yet, Butler also conceives of imagining as a space of possibility,
and we maintain this in relation to young disabled people’s capacities to imagine desired
lives. For Butler (2004, p. 29), “Fantasy is what allows us to imagine ourselves and others
otherwise; it establishes the possible in excess of the real; it points elsewhere, and when it
is embodied, it brings the elsewhere home.” In exploring personal assistance, we ask how
disabled young adults’ embodiment is imagined by them, their support workers, and
those in their surrounding environments as they move through the world with support
that works with their bodies.

A final concept we introduce is the second skin of identity. Prosser (1998) first coined
this to name the doing and imagining of gender in social relations through a narrative of
the self as a way to rectify the idea that trans people only perform their gender, and do not
also embody that as a subjective identity and narrative of selfhood. For Prosser (1998,
p. 101), stories of gender are “also a kind of second skin: the story the transsexual
must weave around the body in order that this body may be ‘read.’” By encoding mean-
ings and values onto the body, the second skin acts as an interface between the body and
the social world (Hennessy, 2012). It is, in short, a metaphor for identity that helps
capture the relational sociological insight that identities become intensely embodied at
the same time as they are transacted in social relationships (Crossley, 2010). We use
this concept to understand the stories that disabled young people tell as they make deci-
sions about and organise their support in ways that also suture their bodies into the
support framework they must implement. The second skin makes gender or sexuality
present to the support workers they introduce to their worlds, a practice that is fraught
with tension. The second skin adds intentionality to the doing and imagining of gender.

Finally, we are influenced by the work of Slater et al. (2018) and their discussion of
resistance to normative understandings and ways of doing gender and disability. Their
approach to using Butler’s work on “gendered intelligibility” (2004, p. 22) to understand
experiences of un/intelligible gendered and disabled embodied experiences has influ-
enced our approach to analysing our participant vignettes. This work of drawing insights
from across gender, disability, and queer research and theory to understand the complex-
ity of our diverse participant experiences is echoed in Humphrey et al.’s (2023, p. 22)
“call to snails” to create time and space for these perspectives to inform each other.
This work calls for a queer disability studies field that is collaborative and builds
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solidarities and coalitions across queer, trans, intersex, and disability perspectives and
activisms. This recognises how, across these categories, exclusions and politics are inter-
woven, and also promotes shared learning across fields of study by resisting intellectual
boundaries (Slater & Liddiard, 2018).

We therefore draw on feminist and disability research and theory that are explicitly
trans inclusive, acknowledging the many ways trans inclusion may appear in feminist
and transfeminist work (Stryker & Bettcher, 2016), in recognition of Slater and
Liddiard’s (2018) important work to challenge transphobia and transmisogyny in disabil-
ity studies. We hope our approach follows their call for greater cooperation and allyship
across trans studies and disability studies perspectives.

The relationship work of personal assistance

We locate this approach to understanding gender and sexuality within the theory and
practice of personal assistance. Personal assistance originated within the independent
living movement, which promoted disabled people’s rights to have choice and control
over the help they receive in everyday life. It was a riposte to models of support and
care in which an ever-rotating number of relatively or entirely unknown staff would
come into the lives and homes of disabled people and, by and large, “do” care “to”
them (Morris, 1993). The shift in how support is organised in favour of choice and
control reflected a desired transformation in social life. In contrast to representations of
disabled people as “unequal, inadequate and in need of expert care” (Morris, 1993,
p. 11), personal assistance became depicted as a “tool” for disabled people to use on
their own terms in order to meet needs. Through this, disabled people sought agency
in their everyday lives (Watson et al., 2004).

This formulation of personal assistance-as-tool is an important context for our analysis
because it centres the practical work of support and its role in promoting agency and
choice, which is crucial for people imagining and living gendered and sexual lives. But
research shows that the positive outcomes of choice and control depend on the relationships
and affinities that form between employer and support worker. Indeed, Kelly (2011, p. 566)
argues that the formal relationships implied by the personal-assistance-as-tool image “do not
always manifest in practice.” Instead, this is one among a range of metaphors that disabled
people and PAs use to imagine how they fit together in a practice with few conventions. As
Shakespeare et al. (2018, p. 176) argue, “As there is no single, simple meaning to personal
assistance, and no accessible definition, people have to find their own way of understanding
and explaining the role, the tasks, and the relationship.”Different metaphors—of employers
and employees, colleagues, friends, or family—speak to different work undertaken in per-
sonal assistance, from practical support to the emotional labour that holds those relationships
together (Liddiard, 2018; Scully, 2010).

Power imbalances can become part of this dynamic. Disabled people and their support
workers tend to be relatively disempowered based on factors like disability, gender, race,
and class, and, as these factors become part of the ways that both parties are sutured into
the labour of receiving or giving support, they create a need to manage boundaries or
protect oneself from exploitation. For example, Evans and Whitney-Mitchell (2023,
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p. 1738) write about their experiences as two young disabled women who employ PAs
and of the emotional labour involved in managing (in the broadest sense) this within a
sociopolitical context in which keeping their PA “onside” may be essential given a
lack of alternatives:

The occurrence of emotional labour in caring relationships is widespread and [personal

assistance] relationships are no different, perhaps even involving a heavier burden. Due to

the increasing difficulty of employing PAs, we both live with the fear of our PAs leaving

and are very aware of the amount of work we put into maintaining their happiness. This

is with the hope that they will stay working with us.

Equally, PAs have found their own self and personhood diminished or overlooked as they
have been treated as bodily extensions, another person’s “arms and legs” (Shakespeare
et al., 2018, p. 172). Ahlström and Wadensten (2010, p. 184) found this in their work
with PAs who objected to being “used as ‘tools.” It is because of these dynamics that
McLaughlin (2020, p. 400) imagines personal assistance as a “human intimate inter-
action.” For Porter et al. (2021, p. 633), personal assistance is “socially embedded
labour” that brings together people with different subjectivities and needs into a shared
relational dynamic.

It is in this interactional space that doing and imagining gender and sexuality become
important as these are folded into the work of fitting together of self and other. For
example, gender often demarcates “caring” bodies, shaping the choices available to dis-
abled people about who provides their support; gender can also matter in terms of the per-
ceived ease of building a close relationship (Liddiard, 2018). Sex and sexuality are more
often taboo subjects. Asked by Shakespeare et al. (2017, p. 9), PAs refused to discuss
sexuality as a focus of support for reasons of comfort, privacy, and “personal sexual pref-
erence.” This is in contrast to tasks like help to eat or bathe. Likewise, Bahner (2020)
spoke to disabled people who refused to seek support in relation to sex to avoid these
sorts of negative reactions. The prohibition that sex is subject to, can shape the way dis-
abled people make their sexual identities visible to support workers who may react badly.

Personal assistance brings complex interactions that construct diverse possibilities for,
or barriers to, moving through the world. Interactions between disabled people and non-
disabled support workers, employers and employees, and normative and marginalised
gender and sexual identities, shape the dynamics of personal assistance. Not a simple
tool, personal assistance can entail silence and subjugation, such as when LGBTQ+ dis-
abled people make bad bargains whereby they carry on “out of necessity with personal
assistant relationships even when there was an element of self-censorship or less than
positive attitudes” (Abbott, 2017). It can also create friendship and great closeness
(Woodin, 2006). For this reason, feminist writers have sought a relational narrative
that grasps the intersubjective “entanglements” of support and the importance of a harmo-
nised ethical imagining. For example, Gibson (2006, p. 194) addresses sexual support as
necessitating a greater dialogue around common attitudes and identity, as well as an
openness to personal transformation for all those involved. For Fritsch (2010, p. 8),
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sexual support offers a “moment of affectual and relational embodiment and queered
sexuality.” A PA is not a detached tool, but an agent in purposefully co-ordinated rela-
tional practices.

The study and our composite vignettes

Our data are from in-depth interviews with 12 young disabled adults. We interviewed five
cis women, two cis men, two trans men, two nonbinary people, and one trans woman, who
were aged between 20 and 32 years. Eight identified as gay, lesbian, bisexual, or queer; and
four as heterosexual. All but two identified as White. To recruit this group, we shared mate-
rials highlighting the focus of the research on personal assistance, gender, and sexuality (and
emphasising that young disabled people of any gender and sexuality could take part). This
process was supported by disabled people’s organisations, independent living centres,
LGBTQ disabled people’s groups, and disabled women’s groups. We also used social
media to reach young disabled people directly. Participants were offered a voucher for
their participation in the research. Interviews lasted between 1 and 1 and a half hours.

We sought feedback on interview questions from a project advisory group of seven
LGBTQ+ young disabled people who also offered suggestions for ways to make the
interview more inclusive (for more information on this group, including how it was
formed at the outset of the project, see Humphrey & Coleman-Fountain, 2024). The inter-
view schedule covered managing PAs, views on the significance of gender and sexuality
in personal assistance, and recommendations on improving personal assistance training in
relation to sexualities and genders. One innovation the project advisory group introduced
was the option to respond to interview questions that might be perceived as more sensi-
tive in a blank journal. To promote access, informed by their suggestions, we also offered
interviews in a range of formats, including video call, telephone call, messenger inter-
view, and the choice of receiving the journal and questions to complete in participants’
own time and way. Eight interviewees took part in a video call, two were interviewed
using a messenger service, one was interviewed by telephone, and one participant
opted to complete a journal only. Decisions around which method to use were sometimes
based on personal comfort, including avoiding risks of outing oneself, especially for trans
and nonbinary participants.

The interviews were carried out by two academic researchers, including a White cis
male researcher and a trans researcher who identifies as a disabled person. Participants
were given a choice over the gender of their interviewer, although in practice, most
were happy to be interviewed by who was available; most interviews were carried out
by the cis male researcher. Neither of these researchers use PAs, and this was made
known in each interview. This might explain what was said versus what was not said
in the interviews, which tended to focus on the practical work of personal assistance
and how gender shaped specific decisions around whom to employ over matters of sex
and sexuality. This also appeared to reflect the priorities and concerns of the individuals.

In this article, we add further originality and ethical rigour by adopting a creative
approach with composite vignettes and scripts to present data as meaningful stories
about personal assistance. Our decision to use vignettes responds to questions explored
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within the research team and with the project advisory group around how to share stories of
people without identifying the participant. Echoing McElhinney and Kennedy (2022), we
created composite vignettes that bring together multiple participants’ accounts, emphasising
shared gendered identities and experiences, to create the composite story as a way to avoid
risks of identifying the real participant. Our vignettes reflect some aspects of the make-up
of our interviewee group, particularly in relation to gender and sexuality. However, there
are important silences in the stories where our group of interviewees were less diverse, for
example, Whiteness as a dominant identity arguably shapes an absence of reflection on the
importance of the intersection of race and ethnicity. Our use of vignettes also reflects our con-
ceptual framework, which focuses on how genders and sexualities are encoded in the
embodied interactions of personal assistance. Telling stories using data mirrors the way iden-
tities are sutured into social relations through a narrative second skin (Prosser, 1998).

Data analysis and vignette construction

To create the vignettes, we first coded the data taking an approach inspired by constructivist
grounded theory (Charmaz, 2014). Initial coding was done by two members of the research
team who coded interview transcripts line-by-line. This was followed by focused coding.
Focused codes were developed inductively from the data and were extrapolated to themes
using the comparative method. This enabled us to define and refine codes as we looked
over transcripts and mapped connections across rich qualitative data, identifying “the most
theoretically significant and frequently occurring initial codes” in relation to working with
PAs (Porter et al., 2021, p. 637). We coded with gerunds throughout in order to capture pro-
cesses described by participants and to “stick to the data” (Charmaz, 2014, p. 120).

The codes captured the active and interactional work of personal assistance, such as
defining support needs, organising support, managing PAs, setting boundaries, and
feeling comfortable, as well as the work of navigating these interactions in the context
of gender and sexuality. Finally, themes were shared with the project advisory group,
the wider research team, and a partner disabled people’s organisation (who support the
process of hiring and managing PAs) to check their significance and discuss their
meaning. This practice of checking is consistent with principles of collaborative involve-
ment in research design and can ensure the analysis has legitimacy in terms of the knowl-
edge and experience of those to whom the research speaks (Birt et al., 2016).

From this analysis,we reconstructed stories through creating the composites.Wefirst iden-
tified broad groupings of identity as the basis of our characters in order to connect transcripts,
then constructed stories that incorporated significant themes, taking data within thematic cat-
egories from across grouped transcripts (Willis, 2019). The narratives focus on specific
actions, including recruiting a PA, disclosing an identity, and feeling comfortable. Quotes
were not changed exceptwhere awordwas needed to link fragments (these edits are identified
in square brackets in the vignettes). We created this process of composite writing as collab-
orative work, building in engagement with disabled young adults through our creative activ-
ities anddiscussionwithour project advisorygroup,who read the stories for theirmeaning and
to check they worked as stories. We also worked with a young disabled student intern on the
project, who investigated the role and method of composites.
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Our resultant composite stories tell of the importance of comfort and discomfort in different
practices of support, including those that relate to home and body, the work of negotiating dis-
closures and access to personal information, and the importance of identity and recognition
vis-à-vis the practical work of meeting needs. We also created a script to show these characters
in conversationas away tobringout themes in thedata across thedifferent participants.Thefinal
stage of analysis is the theoretical work of writing this article in which we interpret the stories
through theconceptual lenses establishedearlier.Weshare extracts of thesevignettes to illustrate
the doing and imagining of gender and sexuality, and the ways in which participants shared
experiences of feeling comfortable in these interactions and their associated imaginings.
Fitting comfortably together was a central feature of the decisions the young disabled adults
made, or anticipatedmaking, about their support. These experienceswere framed by their inter-
actions and constrained support choices for bodies seeking a variety of personal care from PAs.

This work of vignettes therefore constituted part of our analysis. It was extended as part of
later creative work carried out with community groups in order to find accessible and creative
ways tomake those stories available to awider audience.Givenour small groupof interviewees,
our continuing creative work, undertaken with the support, questions, and creativity of our par-
ticipatory advisory group (Humphrey & Coleman-Fountain, 2024), allows us to share back
these storieswithdisabledyouthgroupsandcommunitieswithout risks to anonymity.Thisdeci-
sion to find ways to maintain anonymity is important when sharing the research with disabled
people’s organisations and community groups, especially thosewho helped us share the call for
participants.This canalsooffer valueas a technique for sharingdatawhenparticipatoryadvisory
groupmembersmayknowparticipants.Thisworkof creativevignettes and scripts alsoprovides
a further form of imagining gender and sexuality, and our ongoing work to share this research
attempts to celebrate and extend the possibilities of such an approach.

Ethics approval for the study was received from the Health Research Authority’s
Social Care Research Ethics Committee (REC) in England, UK (21/IEC08/0007). All
participants received an information sheet about the study that shared how their data
would be used. Informed consent was recorded prior to the interview. We sought
verbal consent where interviewers were being interviewed by video or telephone call,
and then followed up after the interview to share the completed forms. Finally, in
going back to disabled young adults, we checked with a group of participants whether
they were okay with the way their data had been incorporated into the vignettes.

Fitting comfortably together

In this section, we introduce the vignettes and the imagined characters who narrate them
to bring out stories in our participants’ words. These composites are made of real words
from multiple participants who shared a common gender identity. Around each, we
engage in a discussion of the pertinent issues.

Identity in the recruitment stage

Vignette 1 draws together data from trans men/masculine participants. It focuses on how
young disabled people recruit PAs, a core element of choice and control (Morris, 1993).
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Recruitment brings together the identification and prioritisation of support needs, the
“who” of the PA (their identity, personal attributes, and skills), and hoped-for interactions
and relationships in personal assistance. This work has a narrative component, shown in
the way people dwell over the language and words they would use to describe them-
selves. It was clear that this information told a story. In the vignette, a trans man assesses
the words he felt comfortable using in a job advert to attract the right PA, as well as the
drawbacks of those words in terms of how his gender is imagined.

Vignette 1. I usually use the term transmasc or transmasculine. My first difficulty is recruit-

ment. I think it’s quite difficult because you can’t put on an advert like, “Has to be ok with

queer people,” or something like that. I don’t tend to hire cis men because it hasn’t worked

out for me in the past. I transitioned to male [several] years ago now. I used to advertise just

saying “man” or “male,” and found that most of the applicants I got were men. I’ve now

reached an uncomfortable accommodation with myself. [In] terms of care tasks I remain bio-

logically female. [H]aving people understand what my body set-up is and knowing that

people are comfortable with female people, is crucial. I get a bit uncomfortable if it’s just

like male, because it just feels wrong, but I’mmale aligned as such. I also just feel more com-

fortable around women more than men, or women, non-binary people more than men.

I would still happily have an interview with a guy that was applying or something, but

I just think that I’m biased more towards non-men.

Here,we see thedifferences indoinggender, imagininggender, and theelsewheredescribed
byButler (2004): the imaginingwork of others relating to the constrained choices this character
has over whom to employ. This character, who used to advertise for PAs saying hewas aman,
found it led to employees imagining his body incorrectly.He had tofinddifferentwords that do
not necessarily correspond to his gendered experience to account for the imagined genders that
a prospective PA might anticipate, in order to get the most appropriate care, concealing or
delaying revealing aspects of his embodiment until a later encounter with his prospective
PAs. He deploys a narrative that would allow his care needs to be understood and met by
thosehe seeks to employasPAs.Hisnarrational labour ismeant to allowprospective applicants
to imagine and read his body temporarily and conditionally as “female.”

For this participant, having PAs who understand his body set-up and accounting for
anticipated genders of “female” bodies is more important for his intimate care needs
than gendering himself the same way he would in a more public setting, or unrelated
to his personal care needs. In so doing, he also anticipates the gendered work of potential
PAs with a shared bodily and gender history, and therefore as someone who is, or has
been, similarly embodied. This example shows us the imagined gender work that
others are doing about him (and he is doing about others) and the ways in which he
needs to anticipate and imagine those expectations of others to select appropriate lan-
guage to describe himself in an advert for a PA that would not be appropriate language
outside of that context. We also see the interactive work of doing gender (Butler, 1990);
or more specifically, a desire not to have personal care tasks performed by cis men due to
previous unsuccessful personal assistance relationships with cis men. We see the work of
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imagining gender being essential to the possibilities of this character feeling comfortable
in personal care interactions. This includes the gender that he imagines others to enact
when he seeks to employ them, as well as his own gendered narratives and performances.

We wanted to evidence the careful planning around language that our participants articu-
lated, knowing that this would express the second skin of identity for the purpose of meeting
needs (Hennessy, 2012; Prosser, 1998). For many, this was risky, involving disclosures,
misreading, and potential misrecognition. This character could also articulate his frustration
at how accommodating a representation of himself as female could lead to his enacted and
embodied male identity becoming hidden and ignored. Our data also revealed frustration
(being “bothered”) at misgendering and incorrect pronoun usage that does not acknowledge
the trans narrative second skin. There is a complexity of the stories our character has to tell
about himself to both be gendered correctly and to receive appropriate care from PAs.

Navigating interpersonal relationships in daily life

Our next two vignettes explore the relationship between support, gender, and sexuality in the
everyday work of personal assistance. We developed these to tell the stories of our nonbin-
ary and cis women participants. As with Vignette 1, we dwell on themes of identity, how
gender is seen as relevant to support, and the comforts and discomforts of support interac-
tions. Here, we situate the work of personal assistance in the context of everyday interactions
in order to show ways that gender and sexuality shape how disabled young people manage
in contexts of vulnerability and potential power imbalances (Kelly, 2011).

Vignette 2 tells the story of a nonbinary character. In developing this, we wanted to reveal
the pragmatic and routineworkof personal assistance recounted by participants, acknowledg-
ing that personal assistance is not a one-time event but a day-to-day relationship (Woodin,
2006). One thing we coded during analysis was the work of prioritising, often related to
tasks that a person could not dowithout, versus other support that was desirable but not essen-
tial. Aswe showedwithVignette 1, personal care could be prioritised in away that compelled
particular modes of bodily narration. Among nonbinary and trans participants, prioritising
sometimes meant seeing correct gendering as secondary to “basic” support. In the following
vignette, our nonbinary character articulates a set of anxieties around gender and recognition.
They tolerate certain language use in order to prioritise giving instructions around having
“basic tasks,” such as having food prepared, performed correctly.

Vignette 2. High staff turnover is a big issue to deal with when you have PAs. I’ve only just

come out as non-binary and it’s quite an emotive topic. It is a lot emotionally to think about

coming out to everyone all the time, especially when I’m not sure about safety and how

people might respond. Is that person going to misgender me? Is that person going to dead-

name me? Are they going to see my old name and just continue to use that because they’ve

got their own prejudice? Is that person going to be homophobic? Support in the shower to

wash my hair means that my trans body may well be visible. This puts me in a position

of vulnerability. Is it a different body to what they were expecting? I often think about

how much easier it would be as a disabled person hiring PAs if I didn’t have this to
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contend with. When I am misgendered, I can struggle with correcting them. This is a big

reason I accept carers etc. using he/him pronouns for me. I don’t want to confuse them

anymore, when basic tasks like how to make toast need to take up my energy in explaining

to them.

With this vignette, we demonstrate the bad bargains of support that LGBTQI+ disabled
people accept (Abbott et al., 2024). We routinely came across bad bargains (framed in our
Vignette 1 as an “uncomfortable accommodation”). Vignette 2 is intended to show how
this works through the doing and imagining of gender within personal assistance. This char-
acter moves through the world as nonbinary: shown in their pronouns, the words they use to
describe themselves, and in how they dress and decorate their home. We also show how this
narrative work is situated in the practices of support, and the ways they encounter PAs as
reading a different second skin of identity at odds with the one they desire.

Our participants usually hired PAs for their competencies at undertaking specific tasks.
Where PAs lacked appropriate knowledge of gender identity (e.g., of nonbinary pronouns),
this led to support needs being balanced, setting identity against “basic tasks” (mirroring a
parallel sidelining of sexuality as shown by Bahner, 2020). Our nonbinary character prior-
itises instructing around food preparation, and repeatedly faces failure in their second skin
with each PA, evidencing the practical and emotional labour undertaken in making personal
assistance relationships work (Evans & Whitney-Mitchell, 2023). Making a bad bargain is
arguably a way to avoid the kinds of “sticky” interactions that Scully (2010) describes,
easing the flow of the interaction in order that some daily support may go ahead.

With this vignette, we also wanted to highlight the role of embodiment. We show how,
as Prosser (1998) makes clear, skins are experienced at the level of the body, evidencing
the emotion and anxiety provoked by something being out of joint between their self/
body image and the image they receive back. Such dynamics add to the work of
making an imaginary skin matter, which is labour that takes energy, something this char-
acter has to ration. Accepting PAs using he/him pronouns demonstrates a prioritisation of
being sustained with the right food, but with the simultaneous exhaustion of their gen-
dered self. This is the hallmark of a bad bargain.

Vignette 2 shows how personal assistance work can revolve around the work of
meeting needs through fulfilling tasks, and the ways this interacts with the second skin
of gender. Vignette 3 builds on this theme of feeling comfortable doing gender in contexts
of material support. This character is drawn from the data from cis women participants.

Vignette 3. Someone easy going, that is my number one criteria, someone that walks through

the door and seems relaxed. I can be quite an anxious person myself and I don’t like it when

someone else is too anxious aroundme. [PAs] are in a very personal spacewith you and there’s

a lot of personal care and they see everything that’s going on in your home as well, so it’s

having that trust for them to not take what they see in your house outside of work and go

and talk to somebody else about it. I like a female PA to support me with female personal

care needs. [B]ecause of the nature of the care it’s better to have somebody of the same

gender. A girl will know what thrush feels like in a girl and they’ll know what it looks like.
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[Or] if I’m tidyingmy bedroom and doingmy laundry, I just prefer female PAs to helpme sort

and organise that sort of stuff. [But] it’s really hard to saywhether it’s just for a female carer, or

is it a female carer that I’mmore comfortable with and have known for a long amount of time?

In this vignette, we see a clearly imagined PA who is the same gender as the character to
ensure she feels comfortable receiving intimate personal care. She also wants to know this
person will understand and recognise her embodied experiences. She seeks assurances that
her narrative second skin will be correctly read and interpreted at a bodily level— that her
PAs will “know what thrush feels [emphasis added] like in a girl.” The narrative here reflects
the narrativework in the previous vignettes,which involvedworkingwith or against the short-
hand of routinely imagined genders, although with this vignette we indicate an easier fitting
togetherwith PAs. For this character, being awoman and describing themselves as female is a
way to allow others to imagine her body, and for her to imagine theirs.

We also see how the second skin of gender translates into the encoding of identity into
the physicality of the home. Allusions to the home often included descriptions of things on
walls (posters and badges revealing tastes and identities), the organisation of personal pos-
sessions (such as home and kitchenware), and private things in drawers or cupboards
(clothing, and sometimes toys). Sexuality is here too. Lingerie tucked away in a
bedroom drawer extends the second skin of gender and sexuality across the home.
Imagining who would be seeing and handling these objects, during routine tasks of clean-
ing and tidying, required a negotiation of gender and sexuality through imaginingwho they
would feel most comfortable with being there (Liddiard, 2018).

However, this character also acknowledges that gender may not be the only factor in
her experience of feeling comfortable, which is also shaped by knowing someone for a
long time. She also focuses on the imagined PA and the ways in which she will “seem
relaxed,” which in turn creates an environment for them both to feel comfortable together
in a personal space of the character’s home. This reminds us that personal assistance is a
deeply human intimate interaction (McLaughlin, 2020). It requires more than a fitting
together of genders, but of persons (Fritsch, 2010; Gibson, 2006).

The relationships of gender and sexuality in the wider system

In this final section, we present an extract from a script (Vignette 4) that imagines a dis-
cussion on personal assistance support between our trans masculine character, nonbinary
character, and cis woman character. With this extract, we wanted to explore how the
young disabled people might interact around their shared experiences of arranging per-
sonal assistance support in an imagined informal meeting space such as the waiting
room of a social care service. In this extract, we see their ambivalence about how the
imaginative work of others relates to the second skin of identity, and how that is read,
translated, and sometimes misinterpreted or resisted in personal assistance.

Vignette 4. A: [L]ike the expectation that my partner will have a full-time job and do all of

my night care every night for free, in a way that I don’t think I would have expected if my
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partner had been a man rather than a woman. Like, it’s made me quite uncomfortable in that

way, that they’re treating things differently with my partner’s gender.

B: [For me] I need to know that it would be okay for me to have my partner or friends over in

the PA’s presence, as many of them are non-binary, etc., too.

C: My partner is a male and whenever I want to do anything girly like have my hair done or

do my feet, or do my fingernails, like paint my fingernails, my PA can support me to do that.

My male partner just hasn’t got time. It allows me to have two like a girly life with my PA

and then my life at home with my partner.

This script shows examples of how imaginings of gender, and more explicitly the weaving
in of intimate partner relationships, factor into how disabled young people’s support can
get organised, extending through care packages to the interactions that take place within
personal assistance. Here is an imagined discussion that considers the elsewhere imagined
gender work done by those who make entitlement decisions over hours of paid support,
assuming a partner who is a woman (to someone who moves through the world as male)
will be providing care at night (Butler, 2004).We also see the importance for the nonbinary
character to know that a PA feels comfortable with the character’s own gender, and the
genders of their partner and friends. The characters raise questions about the knowledge
that PAs are able to access, for example, through training.

Here is the double work of feeling comfortable doing gender and feeling comfortable
allowing for multiple people doing gender in that space. We also have the example of the
possibilities of doing gender for the character seeking a “girly life,” with hair and makeup
experiences shared with a PA that they couldn’t share with a partner. These shared “girly”
experiences also highlight the importance of shared friendships with personal assistance
relationships and the gendered experiences of “girlfriendship” (Winch, 2013) that this
character can share with their PA, offering another experience of fitting into gendered
social experiences. Although these examples all differ in their discussions of doing
and imagining gender, it is only through the experiences of feeling comfortable together
with PAs that life at home with their partners is possible.

With this script extract, we also wanted to provide a space for imagined comparisons
between these characters. While personal assistance is intended to ensure that disabled
people are able to move through the world in the way that they choose, in this article
we have wanted to consider how the work of fitting together within this form of
support shapes the possibilities for moving through the world for young disabled
people with diverse gender and sexual identities. Our script draws into relief the complex-
ities of this work as it involves bringing identity comfortably into the practices of support,
in relation to being recognised and respected. We also use these narrative second skins
brought into conversation with each other as a way to share these stories with disabled
people’s organisations and community groups. We have an imagined audience of
young disabled adults seeking to negotiate sexual and gendered support in personal
assistance, and imagined audiences of PAs themselves seeking to provide this support.
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Conclusion

This article uses composite vignettes to share stories of disabled young adults who access
personal assistance. These offer insight into the labour that takes place in interactions
between disabled young people and their PAs, and in the exchange of identities between
them. Our data show the significance of personal assistance as a tool for ensuring disabled
young people can follow through on their choices, such as over the food they eat, who pro-
vides their personal care, and where they go and how theymove through the world.We see
this as simply the work of living “an ordinary dignified life” (McLaughlin, 2020, p. 398).
We also show the interactional work within personal assistance as “socially embedded
labour” (Porter et al., 2021, p. 633). Our original contribution is in the doing and imagining
of gender and sexuality, looking at how the second skin of identity is represented, commu-
nicated, and potentially misrecognised in the interactions between disabled young people
with diverse identities and their support workers. Linked to this is the interactional work of
fitting comfortably together, and what this means for the identities, or second skins, that
disabled young people carry with them through the world. In particular, we show the
work disabled young people with diverse identities do to accommodate PAs in their
lives so that the pragmatic, sustaining work of personal assistance may go ahead.

Finally, we want to offer a brief reflection on the interactions of gender and sexuality in
personal assistance. Feminist research has highlighted the pragmatics and tensions of
sexual support as an often-excluded dimension of social care (Bahner, 2020; Liddiard,
2018). What this article contributes is an attempt to theorise gender and sexuality as imbri-
cated in the everyday work of personal assistance, through the relational work of “doing”
and “imagining” gender and sexual identities (Butler, 1990, 2004). In the work of doing
and imagining gender and sexuality, we learned about the work of fitting together
through desired competencies, shared values and knowledge, and a complementarity of
identities and bodily histories.Within this, gender was often prioritised as more important.
This is not to say that sexuality was not important to this work, as evidenced in discussions
of intimate partner relationships. What we would observe, however, is that the things that
our participants were happy to tell us involved the everyday care and mundane tasks of
fitting together with PAs through gender and support work, which are central to the
embodied encounters that take place within personal assistance (Fritsch, 2010).

This work is no less significant to the kinds of ethical imagining that Butler (2024,
p. 36) highlights when they discuss the importance of making liveable “the many rela-
tions to being socially embodied that exist.” Personal assistance, we argue, has a role
to play here in the way it brings about world-making bodily/embodied encounters.
Here, we also see the struggles of intimate citizenship that Plummer (2003) has also
described. We saw the work of making decisions about the self and ways of moving
through the world that are at the heart of Plummer’s analysis of choices about how to
live with others and in our own skins. For the young disabled people that we spoke
with, this was worked through gender, and we learned much about how support works
(or not) as a consequence of this. Here, too, were decisions about sexuality, about partners
and intimate identities. In our analysis, we would suggest there is a lot to learn about the
potential for more harmonised and ethical relationships through looking at the work
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disabled young people do, and have to do, around identifying and recruiting PAs, as well as
the structures that impinge and shape those decisions, and the potential good and bad bar-
gains on offer (Abbott et al., 2024). We hope offering up these stories of fitting comfortably
together can facilitate future conversations and imaginings of support for those audiences.
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