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Personal assistants (PAs) emanate from the independent living movement and were introduced
in response to disabled people's oppression, rooted in discrimination, institutionalisation and
asymmetrical forms of care. PA schemes allow disabled people to directly employ a PA, enabling
choice and control over how and by whom support is provided. Empirical research demonstrates the
complexity or ‘troubles’ entangled in PA—employer relationships, alongside the poor employment
conditions often experienced by PAs. Yet, there is a lack of understanding of how such issues affect PA
well-being. This systematic review of 47 items explores factors that affect and can support well-being
outcomes for PAs. A search was conducted in February 2024. Items were included if they focused
on the PA workforce, were published since 2000 and originated from Scotland and comparable
nations. Three key findings are discussed through an ethics of care lens: interdependence and the
significance of being attentive to the needs of both PAs and employers; the unique PA-employer
relationship, which can support or hamper well-being; and the paradox between the rewarding
nature of the job and its low public status. This article concludes that improving PA well-being is an
important outcome for both PAs and PA employers and requires both structural and cultural change.
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Background

The introduction of personal assistants (PAs) to disabled people emerged from
the disabled people’s and independent living movements of the 1970s and 1980s,
particularly the pioneering efforts in Sweden and the UK, leading to the establishment
of the Assistance Allowance Act 1994 and the Community Care (Direct Payments)
Act 1996, respectively. Emerging in response to institutional abuse, the lack of civil
rights and assumptions of dependency (Shakespeare, 2006), personal assistance ‘is
opposed to traditional forms of care’ (Porter et al, 2020: 191). Personal assistance
continues to be framed as a policy driver in the transition from institutional care to
community-based models of support (European Commission, 2010).

PAs are a ‘cash-for-care’ policy initiative, where local authorities offer direct
payments in place of traditional services, and are theoretically grounded in the
recognition that disabled people need to have more control over their own assistance
(Shakespeare, 2014). Cash-for-care has also been conceptualised through the lens of
economic efficiency, despite conflicting evidence about these claims (Katzman et
al, 2019). However, the co-option of the model as a neoliberal tool to cut costs is
juxtaposed with its roots in the disabled people’s movement (Ferguson, 2012).

PA programmes have emerged across Europe, Japan, Thailand, Taiwan, Korea, Costa
Rica, Australia and the Caribbean (Bregaglio Lazarte, 2021). Despite recognition of
personal assistance as ‘one of the most significant innovations in disability policy in the
Global North over the last several decades’ (Mladenov, 2019: 3), policy development
in the Global South continues to be impacted by poverty (Goodley and Swartz,
2016), inequalities, political barriers and the lack of coordinated representation from
disabled people’s organisations (Grech et al, 2023). Different cultural interpretations of
independent living also impact the effectiveness of PA programmes (Chou et al,2021).

Approaches to personal assistance vary significantly, and some schemes do not
involve direct payments; for example, in Slovenia and Bulgaria, disabled people can
recruit PAs but do not directly hold the money to pay them (Angelova-Mladenova
and Fernandez, 2024). The development of effective PA programmes has been widely
affected by cost-cutting and cost-controlling efforts (Mladenov, 2019), and inadequate
budgets impact the quality and outcomes of PA programmes (Nally et al, 2021).

Regulation and registration mechanisms vary across countries and are often framed as
protective measures, intended both to reduce the risk of abuse against disabled people and
to improve the quality of care provided by the PA workforce (Angelova-Mladenova and
Fernandez, 2024).There has,however, been debate around the mechanisms of regulation
due to their potential to constrain the freedom of disabled people to match with PAs of
their choice (Scottish Centre for Employment Research, 2018; Woolham et al, 2019b).

In Scotland, the PA role is recognised in law through the Social Care (Self-Directed
Support) (Scotland) Act 2013. Under Option 1 of self-directed support, a disabled
person or their family may choose to receive a direct payment, paid by the local
authority directly to the disabled person or their family if eligibility criteria' are met.
This enables people to directly employ one or more PAs.

Ethics of care

Many activists view ‘care’ as complicit in disabled people’s oppression, with care
constituted as a potent disciplinary mechanism invoking high levels of surveillance
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and medical scrutiny (Watson et al, 2004; Hughes et al, 2005). The discourse of care
has historically been harnessed to legitimise paternalistic and dehumanising treatment,
including institutionalisation (Lynch et al, 2009). Further, the dominance of a dyadic
framing of care has resulted in the reification of the personal tragedy imaginary of
disability, creating a dualism between ‘self-sacrificing’ carers and disabled people
configured as ‘burdens’ (Morris, 2001; Watson et al, 2004). Early feminist literature on
the gendered construction of care positioned disabled people as dependants and care
as intrinsic to women’s subordination (Morris, 2001). This negated the intersecting
identities and experiences of disabled women while ignoring the fluidity within caring
relationships, where people give and receive care (Morris, 1998). This was evident in
a survey of PAs in Scotland, which used a self-selective sampling; it reported that PAs
are predominantly female (79 per cent) and also carers (57 per cent), while around a
fifth have a disability or long-term health condition (Lawrence et al, 2024).

The language of care has been rejected by the disabled people’s movement in favour
of personal assistance as a vehicle for independent living, shifting power so that disabled
people are in control rather than passive recipients of care (Shakespeare, 2000). In
its original formation, the PA model was based on an instrumental, depersonalised
approach (Hughes et al, 2005; Neumann and Gundersen, 2019).Yet, a transactional
framing silences the affective domain and contradicts empirical literature identifying
the blurred boundaries and close relationships that can manifest between PAs and
employers (Shakespeare et al, 2017; Porter et al, 2020).

This systematic review utilises ethics of care theory to interpret PA—employer
relationships. An ethics of care is based on a relational ontology and pays attention
to the ‘personal and particular’ (Flower and Hamington, 2022: 8). Care is conceived
as a political project (Tronto, 1993; 2013; Barnes, 2016), recognising how structural
inequality shapes micro-level caring practices (Urban and Ward, 2020). It provides a
mechanism to examine policy and practice, connecting everyday experiences of care
with the wider social and political context (Barnes, 2016).

Although care is a contested concept, we adopt Fisher and Tronto’s (1990: 40)
broad conception of care as ‘a species activity that includes everything that we do to
maintain, continue, and repair our “world” so that we can live in it as well as possible.
That world includes our bodies, our selves, our environment, and of which we seek to
interweave in a complex, life-sustaining web.” This definition starts from the position
that care is enacted through a network of relationships. Relationality operates at
the interpersonal level, examining caring relationships and foregrounding affection,
emotion, trust and power (Barnes, 2016), acknowledging that people can be both
care providers and receivers and can engage in mutual and reciprocal relationships
(Lynch et al, 2009; Ward, 2016). The relational focus also requires examination of
the particularities of care: the conditions, structures and systems that shape how care
operates (Tronto, 2013). This is important because the PA—employer relationship
is nested in the wider social care context, underpinned by inadequate funding and
a shortage of workers that, as shown later, may limit choice and control in terms
of employing PAs, while insufficient remuneration and precarity may hamper PA
well-being (TLAP, 2022).

Tronto’s (1993; 2013) framework provides a mechanism to examine caring
relationships. It comprises stages of caring and principles that need to be met for good
care to be achieved. This includes caring about with attentiveness (recognising needs),
caring for with responsibility (accepting responsibility to meet needs), care giving
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with competence (achieving good care outcomes), care receiving with responsiveness
(responding to the views of the person receiving care) and caring with solidarity
(building trust and challenging unequal power dynamics) (Tronto, 1993;2013).

An ethics of care also departs from the disabled people movement’s rejection of
‘care’ by positioning it as a valuable social good (Lynch et al, 2009). An ethics of care
is based on interdependency, recognising the shared experience of vulnerability, with
care providing the basis for equality because all human beings are equal by virtue of
the need for care (Tronto,2013). Shakespeare (2006), however, critiques the tendency
to romanticise care and omit abuses of power. Yet, an ethics of care recognises that
all caring relations are grounded in power dynamics; making these visible provides
a way to assess care quality (Sevenhuijsen, 1998; Tronto, 2013). Further, good care
cannot be achieved without responsiveness to the views of the person receiving care;
hence, Tronto’s (1993;2013) framework promotes autonomy. An ethics of care places
emphasis on examining power within the context of PA—employer relationships while
not reductively prioritising the needs of one party over another.

Care is also positioned as fundamental to justice. While an ethics of care initially
dichotomised these two entities of care and justice, in more recent years, ethics of
care scholars have focused on their entangled nature (Urban and Ward, 2020). Tronto
(2013: 12) calls for a caring democracy to ‘recast issues of inclusion, dependency,
and creating more just democratic societies’. For too long, care, including personal
assistance, has been eclipsed by a neoliberal focus on economics and needs to be recast
as a fundamental political priority focused on the concrete allocation of responsibility
to meet care needs (Tronto, 2013).

Thus, the ethics of care’s relational ontology, multifaceted conception of care
grounded in wider contexts, and positioning of care as a social good and an essential
question of justice make it a valuable theoretical framework for understanding PA—
employer relationships. Adopting a pluralistic view of care recognises that meeting
the well-being needs of PAs is not only an important end but will also better assist
PA employers to live in a way that they choose.

Methods

The aim of this systematic review is to investigate what works in promoting and
enhancing the well-being of PAs (Macgregor et al, 2024). The review seeks to
identify interventions designed to improve the well-being of PAs, and by exploring
the unique challenges and opportunities within this workforce, the study aims to
provide actionable insights to support the well-being of PAs. The review focused on
two research questions:

RQ1: What factors influence PA well-being?
RQ2: What interventions or supports can improve PA well-being?

The review forms part of the programme of work of IMPACT, the UK centre for
implementing evidence in adult social care.'Evidence’ for IMPACT consists of insights
from research, lived experience and practice knowledge (Tawodzera and Glasby,
2025). It follows Nutley et al’s (2013) principles of ‘consilience’, where smaller-scale
studies and those of lower quality can be combined to produce recommendations
in adult social care.
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Search strategy

A systematic search of the literature was conducted in accordance with the Preferred
Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines
(Moher et al, 2009). The Knowledge and Evidence Service at the University of
Birmingham systematically identified relevant publications. Searches were conducted
across multiple databases: Social Policy and Practice, Social Science Citation Index,
Health Management Information Consortium, Applied Social Sciences Indexes
& Abstracts, ABI Inform, MEDLINE, Cinahl, Embase and Psyclnfo. Search terms
were tailored for each database and included such keywords as ‘personal assistant’,
‘personal assistance*’,‘professional carer*’,‘direct payment’, ‘well-being’, psychosocial
wellbeing’, ‘mental health*’, ‘protection’, ‘rights’, ‘security’, ‘working condition*’,
‘stress*” and other related terms.

Inclusion/exclusion criteria

As a Scottish project, the focus of the systematic review was on systems and
approaches comparable to the Scottish PA model. The review focused on studies
from Scotland, England, Wales, Northern Ireland, Australia, the Netherlands,
Switzerland, Norway, Sweden, Denmark, Finland, Belgium, Slovenia and Iceland.
Articles were included in the review if they were published in English from
2000 onwards and specifically focused on the PA workforce. PAs were defined as
individuals directly employed by people to provide care and support or as self-
employed workers. Exclusions applied to studies on social care workers, support
workers and business personal assistants.

Data extraction and quality assessment

Identified studies were independently reviewed for eligibility. Initial screening
focused on titles and abstracts, followed by a full-text review for those meeting the
inclusion criteria. Data extraction was conducted using a standardised proforma,?
which recorded key information. This included study characteristics, such as
authorship, title, year of publication, type of study and geographical focus. Findings
were documented to capture factors influencing well-being, proposed interventions
and recommendations.

Quality assessments were performed using criteria from the Joanna Briggs Institute
Manual for Evidence Synthesis, tailored to specific study designs (Aromataris and
Munn, 2020). Each study was categorised as high, medium or low quality (see later).
‘Where quality or eligibility was uncertain, discussions were held within the team to
reach consensus. In relation to RQ2, the supports and interventions described in the
literature have rarely been evaluated for their efficacy in improving PA well-being
outcomes, demonstrating the limitations of existing studies.This review was conducted
on the basis of an inclusive definition of evidence (Tawodzera and Glasby, 2025),
bringing together diverse types of evidence, which did not enable the assessment
of risk of bias. Instead, appraisal criteria were tailored to the type of study using JBI
criteria (JBI, nd) (see the Online Appendix).
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Analysis and co-production approach

The analysis was conducted collaboratively by all members of the research team,
following established principles of thematic analysis (Braun and Clarke, 2006).
Themes emerging from the reviewed publications were systematically identified
and extracted, with each theme supported by a concise summary to illustrate its
relevance and context.

To strengthen the interpretation of findings from this systematic review,
acknowledge the roots of personal assistance in the independent living movement
(Shakespeare, 2014) and reflect the significance of voice and the democratisation of
knowledge production in an ethics of care (Groot et al,2018), key stakeholders were
consulted through workshops to support this review. Two separate expert groups
across Scotland — PA employers (7 = 9) and PAs (n = 8)® — provided feedback on
emerging findings and recommendations. The groups met online four times between
February and July 2024. Group members offered a range of perspectives on evidence
emerging from the systematic review and highlighted tensions, which guided the
research team to calibrate the evidence.A consolidated theme in both expert groups
was that PA and employer well-being are interlinked: one is difficult to achieve
without the other.This relationality is evident in the following analysis. Participants
were compensated by IMPACT, which also facilitated reasonable adjustments, such
as PA support, to maximise participation.

Results

A total of 11,329 articles were identified through databases, alongside 26 items from
grey literature and 21 items from existing networks. Studies were screened and
selected, as shown in Figure 1. Following a full-text review of 131 items, 47 were
included in the final review.

Characteristics of included articles

The 47 items were categorised by methodological rigour into high-rated (n = 26),
medium-rated (n = 15) and low-rated (n = 6) research (see Table 1). High-rated
studies demonstrated robust empirical foundations and theoretical coherence, while
medium-rated studies exhibited moderate methodological limitations, such as
constrained sample sizes or analytical scope. Low-rated studies were predominantly
exploratory, with limited empirical substantiation.

Thematic analysis revealed six dominant research foci. The most prevalent
theme, ‘PA—client relationships and power dynamics’ (n = 18), examines boundary
management, intimacy and conflict resolution in care contexts. ‘Direct payments and
policy impacts’ (n = 15) addresses self-directed support systems and employment
conditions. ‘PA work conditions and well-being’ (n = 14) explores job satisfaction,
occupational stress and structural vulnerabilities. A subset of studies (1 = 8) investigates
COVID-19% transformative effects on PA roles, including infection control and labour
precarity. ‘Independent living and disability rights’ (n = 7) scrutinises autonomy
barriers and care models, while ‘training and support needs’ (n = 6) evaluates
educational gaps and supervisory frameworks.
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Figure 1: PRISMA flowchart
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The analysis constitutes an ethics of care interpretation of the PA literature. We have
categorised the literature into three interlinked themes: ‘attentiveness to the needs of
all people in the caring nexus’, ‘relationality’ and ‘care as a valuable social good’.While
these represent broader ethics of care concepts, the findings presented are necessarily
limited to the themes found in the reviewed PA literature.

Attentiveness to the needs of all people in the caring nexus

Negating PA well-being is detrimental not only to PAs but also to the disabled
people who employ them. Three themes from the reviewed literature engaged with
this: access to training and support; isolation; and the nature of the work. While this
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Table 1: Study characteristics
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Author(s) Year | Country Method Themes Rating
Ahlstrom 2010 |Sweden | Qualitative interviews: Personal difficulties Medium
and 32 PAs facing PAs, PAs' work
Wadensten experience, boundary
management,
balancing closeness
and professionalism
Ahlstrom 2012 | Sweden | Qualitative interviews: PAs’ experiences of Medium
and 30 PAs work-related stress,
Wadensten coping strategies,
training and
empowerment
Andersson 2022 |Sweden | Qualitative interviews: PAs manage intimacy | Medium
etal 11 care workers; 9 PAs and integrity,
workplace support,
relational and
communicative
strategies
Arksey and 2012 | UK Longitudinal qualitative Direct payments, High
Baxter interviews: 30 direct caregiver—recipient
payment recipients relationships,
relational support
networks
Bahner 2012 | Sweden | Qualitative interviews: 10 Agency in intimate High
individuals with disabilities care, PAs' discomfort
who employ PAs
Beer et al 2013 | UK Qualitative interviews: 40 Personal health Low
stakeholders on personal budgets, well-being,
health budgets (PHBs) challenges
Cairncross 2014 | UK Mixed methods (literature Abuse and violence Medium
and Crick review, online survey, against PAs, support
stakeholder interviews): 30 and training,
stakeholders (including PAs) resources
and survey respondents
from agencies
Cominetti 2023 | UK Secondary data analysis Precarity and Low
exploitation in
PA employment,
job satisfaction
and autonomy,
employment rights
and support
Figgett 2017 | UK Unspecified empirical Recruitment and Low
research retention of PAs,
adult social care
Glendinning 2000 |UK Qualitative interviews PA job satisfaction Medium
etal and focus group: 42 direct and autonomy,
payment users; 14 PAs (in challenges in
focus group) employer-employee
dynamics
(Continued)
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Table 1: Continued
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Author(s) Year | Country Method Themes Rating
Graby 2018 | UK Qualitative interviews: 13 PA | PAs, independent High
employers and 14 PAs living, employment
contradictions
Hamilton 2015 | UK Qualitative interviews: 18 Direct payments, High
et al carers and 12 individuals with | families, mental
mental health disabilities health, personal
budgets
Hultman 2023 |Sweden | Qualitative case studies (11 Role of PAs Medium
etal interviews): 4 young women in disability,
identity, space
Lawrence 2024 | UK Survey: 730 PAs in Scotland PA mental health and | Medium
etal well-being, training
and development,
experiences of
becoming a PA
Leece 2006 | UK Comparative survey: 192 Direct payments, Medium
participants (PAs employed job satisfaction,
via direct payments versus stress, PAs
local authority home-care
workers)
Leece 2010 | UK Qualitative interviews: 32 Direct payments, Medium
participants (8 from each PAs, client
group): direct payments relationships, power
users, PAs, homecare users, dynamics
homecare workers
Leverton 2022a | UK Qualitative interviews: 70 COVID-19, PA High
etal participants (PA employers employment
and support professionals) relationships, direct
payments
Leverton 2022b | UK Qualitative interviews: 15 COVID-19 impact, High
etal support professionals across PA employers, social
11 organisations work practice, direct
payments
Manthorpe 2021 | UK Qualitative interviews: 41 COVID-19, PA—client | High
etal PAs in England relationships, power
dynamics
National 2010 | UK Policy/strategy framework Personalisation, Low
Development (non-empirical) mental health
Team for
Inclusion
Neumann 2019 | Norway [ Qualitative interviews: 6 PAs | PA client working High
and and 11 supervisors relationships,
Gundersen supervisors, user-
controlled assistance
Norrie et al 2019 | UK Qualitative interviews: 105 Personal health High
PAs and 26 key informants budgets, PA
in England workforce, training
needs
(Continued)
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Table 1: Continued
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Author(s) Year | Country Method Themes Rating
Norrie et al 2021 | UK Qualitative interviews: PA experiences of High
41 PAs COVID-19, infection
control,
Norrie et al 2023 | UK Qualitative interviews: COVID-19 impact, High
38 PAs PA experiences, job
security, regulations
Porter et al 2020 | UK Qualitative interviews: PA—client High
58 participants (30 PA relationships,
employers and 28 PAs) power dynamics
Porter et al 2022 | UK Qualitative interviews: 83 Personal assistance, High
participants (30 disabled moral dilemmas,
individuals, 25 employers and | interpersonal
28 PAs) conflict, relational
dynamics
Priestley 2010 | UK Mixed methods (case studies, | Direct payments, Medium
etal interviews, national survey): independent
8 national case studies, living, welfare
21 policymakers/activists, modernisation
102 officers, survey of
local authorities
Reid Howie 2010 | UK Mixed methods (literature Self-directed High
Associates review, surveys, focus groups, | support, PA
interviews): surveys = 495 workforce, training,
employers, 512 PAs; focus support
groups = 128 participants;
interviews = 14 stakeholders
Ridley and 2002 | UK Mixed methods (focus Direct payments, Medium
Jones groups, national survey): 23 mental health users,
service users/carers (focus independent living
groups); survey of Scottish
local authorities
Rodrigues 2020 | UK Qualitative interviews: 24 PA—client High
direct payment users relationships,
direct payments,
satisfaction with care
Roland et al 2022 | UK Quantitative survey analysis: | PA absenteeism, High
2,428 PAs turnover, long-
term care, job
characteristics
Scottish 2018 | UK Survey: PA workforce in PAs, self-directed High
Centre for Scotland support, fair work,
Employment employment
Research relationships
SDSS and 2020 | UK Mixed methods (interviews, Self-directed Medium
The Alliance focus groups, survey): 104 support, user
self-directed support users experiences,
(interviews), 58 (focus social care
groups), 460 (survey)
(Continued)




What factors affect well-being for personal assistants to disabled people?

Table 1: Continued
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Author(s) Year | Country Method Themes Rating
Shakespeare 2017 | UK Qualitative interviews: 60 PA relationships, High
etal participants (30 disabled employment
people and 30 PAs) conditions,
boundaries and
emotion work
Skills for 2023 | UK Survey: 2,982 individual PA employment, Low
Care employers and 1,646 PAs personal budgets,
direct payments
Theakstone 2022 | UK Quantitative survey: 865 PAs | PA workforce, job High
etal in Scotland security, wages,
support
Thompson 2021 | UK Mixed methods (online PAs, person- High
and Pickering survey, interviews): survey centred support,
=116 employers and 13 PAs; employment
interviews = 21 individuals relationships
in Sheffield
TLAP 2022 | UK Survey: 995 individuals who PA recruitment, High
employ PAs retention, direct
payments, COVID-19
impact
Unison 2012 | UK Non-empirical PAs, direct payments, | Medium
social care needs
Wadensten 2009 | Sweden | Qualitative interviews: 26 PA—client Medium
and Ahlstrém individuals with disabilities relationship, PA
who employ PAs experiences,
autonomy
Wallace et al 2022 | UK Mixed methods (rapid PA employment, High
review, survey, interviews): social care,
survey =192 PAs and 138 direct payments
employers; interviews = 8
PAs, 12 employers and 10
stakeholders in Wales
Wilcock et al 2021 | UK Qualitative interviews: 30 Directly employed High
directly employed care care workers,
workers in England healthcare
communication,
well-being
Woolham 2019a | UK Qualitative interviews: 105 Employment Medium
etal PAs in England conditions, job
satisfaction,
exploitation,
regulations
Woolham 2019b | UK Telephone interviews: PA demographics, High
etal 115 PAs employment
conditions, job
satisfaction
(Continued)
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Table 1: Continued

Author(s) Year | Country Method Themes Rating
Woolham 2020 | UK Qualitative interviews: COVID-19 impact, High
et al 37 PAs PA responsibilities,
employer
relationships
Zavirsek and 2023 | Central | Policy/country analysis: Independent Low
Fischbach and multiple Central and Eastern living, familialism,
Eastern | European countries paternalism,
Europe disability rights

section follows the reviewed literature, which focused on the importance of being
attentive to the needs of PAs, it situates this in the context of employers’ need for
autonomy and access to training and support. The literature recommends training for
both PAs and PA employers (Ridley and Jones, 2002; National Development Team
for Inclusion, 2010; Manthorpe et al, 2011; Cairncross and Crick, 2014; Graby, 2018;
Theakstone et al, 2022; TLAP, 2022; Skills for Care, 2023). A consistent finding is
that PAs often lack access to training and support (Ahlstrém and Wadensten, 2012;
Unison, 2012; Hamilton et al, 2015; Norrie et al, 2019; 2023; Woolham et al, 2019b;
2020; Theakstone et al, 2022; Lawrence et al, 2024). PAs report insufficient training
on how best to support their employers, which can be detrimental to confidence
in performing the role (Ahlstrom and Wadensten, 2012). However, employers may
want to direct how support is provided, with perceptions that formal training may
undermine their autonomy (Norrie et al, 2019). Glendinning et al (2000) highlight
tensions regarding disabled people’s desire for PAs to have sufficient training to
undertake the role but not so much that it erodes employer choice and control.

However, employers may also have training and support needs. With responsibility
for supporting the well-being of PAs through the administration of recruitment,
payroll and tax (Cairncross and Crick, 2014; Graby, 2018; SDSS and The Alliance,
2020), employers need to be confident that they are acting within employment law
(Leverton et al, 2022a). Ridley and Jones (2002) foreground the need for training/
support to enable diverse disabled employers to meet their obligations, including
employers with fluctuating mental health. Woolham et al (2019b) highlight the
incidence of inadvertent employment law breaches, reinforcing the need for training
to protect PA employers and PAs.

PAs often work alone, and isolated working can affect well-being (Ahlstrém and
‘Wadensten, 2012). Lone working restricts access to peer support (Wallace et al,2022);a
lack of peer support was exacerbated by lockdowns during the COVID-19 pandemic
(Woolham et al, 2020; Norrie et al, 2021). Studies highlight an absence of emotional
support for PAs (Manthorpe et al,2011). Risks associated with lone working can erode
protections in the event of abuse or violence (Cairncross and Crick, 2014). Woolham
et al (2019b: 141) recommend that PAs form networks to enable them to discuss
their role in a ‘moderated, but protected environment’. The spatial aspect of PA work
also has consequences for well-being: the employer’s home becomes a workplace,
with potential vulnerabilities absent in more traditional workspaces (Cairncross and
Crick, 2014). There is also a need for support to broker conversations between PAs
and employers on sensitive topic areas (Wallace et al, 2022).
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In terms of the nature of PA work, aspects of the PA role are often highly skilled and
complex (Thompson and Pickering, 2021), involving a range of assistance, including
with activities of daily living and intimate personal care (Ahlstrom and Wadensten,
2012; Graby, 2018;Wilcock et al,2021). PAs may also conduct health-related activities,
such as administering medication and assisting with catheter care (Wilcock et al,
2021). Studies show that working with employers whose health is deteriorating or
fluctuating can be challenging (Wilcock et al, 2021), physically taxing (Ahlstrom and
‘Wadensten, 2012), and emotionally demanding (Andersson et al, 2022).

There is evidence that PAs benefit from stress management skills to prevent their
stress from having a detrimental impact on their employer (Andersson et al, 2022).
During the COVID-19 pandemic, PAs provided significantly more emotional
support, and infection control also became more important, increasing stress and
anxiety (Woolham et al, 2020; Norrie et al, 2023).These stresses were accompanied
by a lack of resources to support PA well-being during the pandemic (Norrie et al,
2023).Thus, changing demands in response to the pandemic and a lack of adequate
support created specific stresses within the caring nexus.

Relationality

An ethics of care is relational, foregrounding issues of trust and power while making
visible the wider material structures that mediate relationships. While the PA—employer
relationship is a source of job satisfaction, this can lead to blurred boundaries that
affect PA well-being. Two themes from the literature reviewed engage with this:
relationships and blurred boundaries, and employment conditions and insecurity,
which highlights the structural factors that impact wellbeing.

Wider systems create structural barriers to PA well-being, with poor employment
conditions being detrimental (Roland et al, 2022). PAs often receive low pay (Leece,
2006; 2010; Unison, 2012; Figgett, 2017; Graby, 2018; Wallace et al, 2022; Norrie et
al,2023) and lack opportunity for progression (TLAP, 2022). PAs are often precarious
workers (Woolham et al, 2020; Wilcock et al, 2021; Leverton et al, 2022a), with
some having no contracts and poor employment terms and conditions (Leece, 2006;
Manthorpe et al, 2010; Beer et al, 2013; Figgett, 2017; Woolham et al, 2019a; 2020;
Wilcock et al, 2021; Leverton et al, 2022a; Roland et al, 2022; Theakston et al, 2022;
Wallace et al, 2022; Norrie et al, 2023). PAs sometimes have unclear job descriptions
and are regularly excluded from employee benefits, including pensions, sickness,
maternity, holiday and redundancy pay (Woolham et al, 2019a). Poor employment
conditions can also affect health-related behaviour among PAs, with Wilcock et al
(2021) demonstrating how a lack of sick pay affects decisions about whether to work
during periods of illness. Improved pay and conditions are required to promote security
and stability for PAs and thereby improve their well-being outcomes. However, poor
pay and conditions are shaped by the wider macro context, outside the power of
PA employers, creating tension within the relationship (Graby, 2018). Hence, it is
recommended that PA employment conditions be improved, including through fair
compensation, enhanced contractual terms and increased stability (Unison, 2012;
Cairncross and Crick, 2014; Woolham et al, 2019b; Roland et al, 2022).

The literature highlights the need for support to enable employers and PAs to
agree on the boundaries of their relationship (Bahner, 2012; Woolham et al, 2019b;

13

Brought to you by University of Stirling - primary account | Unauthenticated | Downloaded 06/04/26 09:26 AM UTC



Aisha Macgregor et al

Porter et al, 2020). The evidence shows that PA—employer relationships rarely reflect
a traditional employer—employee dyad (Leverton et al, 2022a; Hultman et al, 2023),
sometimes likened to friendships or familial relationships due to the proximity
and embedded nature of the work (Wadensten and Ahlstrém, 2009; Leece, 2010;
Manthorpe et al, 2010; Arksey and Baxter, 2012; Shakespeare et al, 2017; Porter et
al, 2022; TLAP, 2022). This closeness can foster intimacy and trust, mutuality and
reciprocity, with employers also supporting PAs (Figgett, 2017; Shakespeare et al, 2017;
Graby, 2018; Rodrigues, 2020; Manthorpe et al, 2021; TLAP, 2022). These relational
dynamics are often valued (Reid Howie Associates, 2010; Porter et al, 2020; Wallace
et al, 2022; Lawrence et al, 2024) and so have the potential to support PA well-being.

Some employers maintain professional boundaries (Figgett, 2017; Graby, 2018), and
some PAs keep their private life personal (Glendinning et al, 2000; Shakespeare et al,
2017). However, the more typical blurring of professional and personal boundaries
can negatively affect PA well-being (Shakespeare et al, 2017; Graby, 2018; Woolham
et al, 2019a; Leverton et al, 2022a; Porter et al, 2022) and can lead to PAs working
unpaid hours or feeling a duty to work additional paid hours (Leece, 2010; Ahlstrom
and Wadensten, 2012;Woolham et al, 2019a; Porter et al, 2020; Theakston et al, 2022).
A UK study demonstrated how PA—employer relationships are often bound with
emotion work, involving conflict or ‘troubles’: personal troubles resulting from clashes
in personalities and values; practical troubles related to PA performance, management
style and working conditions; and proximal troubles emanating from close working
conditions (Shakespeare et al, 2017; Porter et al, 2022). While PA—employer
relationships are often shaped by mutuality and reciprocity, issues of frustration and
dissatisfaction, as well as control and abuse, can also be experienced by both parties
(Graby, 2018; Zavirsek and Fischbach, 2023).

The negotiation of power within relationships also affects PA well-being: PAs
are reliant on their employers for income, but PAs can also hold power over their
employers (Graby, 2018). Nordic studies have highlighted issues with PAs being in
a subordinate position and lacking control (Ahlstrom and Wadensten, 2012). The
PA—employer relationship has been described as encompassing ‘incomplete mutuality’
due to the ways in which PAs and PA employers depend on each other (Ahlstrém
and Wadensten, 2010).

Care as a valuable social good

An ethics of care is premised on care being a social good and a fundamental component
of what makes us human. Care is situated as a shared responsibility rather than an
individual endeavour; how societies are organised and the extent to which caring
needs are met is indicative of levels of social justice (Tronto, 2013). One theme from
the reviewed literature engaged with this: job satistaction and perceptions of PA work.
This theme represents one example of care being a valuable social good, though the
reviewed literature does not reflect the breadth of this underpinning principle.

PAs often report high job satisfaction (Leece, 2006; Reid Howie Associates, 2010;
Scottish Centre for Employment Research,2018; Manthorpe et al, 2021; Lawrence et
al,2024), indicating that the work has the potential to positively influence well-being.
This strong sense of fulfilment and purpose comes from building quality relationships,
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developing an understanding of their employers’ needs and preferences, and supporting
employers to achieve personal outcomes (Wallace et al, 2022).

Flexibility and autonomy are often valued by PAs, as they can fit their role around
personal circumstances, including family responsibilities (Reid Howie Associates,
2010; Shakespeare et al, 2017; Theakstone et al, 2022; Wallace et al, 2022; Cominetti,
2023; Skills for Care, 2023; Lawrence et al, 2024). Having autonomy and control at
work is associated with work-related quality of life (Silarova et al, 2022), factors that
also apply to PAs.

Yet, there is a paradox between the rewarding nature of the work and the low
public and professional status accorded to PAs (TLAP, 2022; Norrie et al, 2023).The
material and cultural devaluation of PA work affects levels of pay that employers can
offer PAs; disablism and the cultural conflation of disability with dependency also
have negative consequences for the recognition of PA work (Graby, 2018). During
COVID-19, inadequate access to personal protective equipment (PPE) for PAs was
symbolic in reinforcing low status (Woolham et al, 2020; Leverton et al, 2022b).

Discussion

The themes discussed illuminate some of the synergies and contradictions regarding
PA and employer well-being. Tronto’s (1993; 2013) phases of caring and principles
are employed to surface the nuance and complexity in PA—employer relationships.

Tronto’s (1993) first phase of care is ‘caring about with attentiveness’. Although this
involves recognising the needs of others, one’s own needs must be met to facilitate
this (Tronto, 1993; Ward, 2016; Kittay, 2021). This systematic review has reinforced
the need to view employers and PAs as interconnected, with the close spatial and
temporal proximities creating a complex and often intimate relationship that can
support and hamper well-being for both parties. The close nature of PA—employer
relationships and the flexibility of the role can enable PAs to fit the work around
their personal circumstances, which could support PA well-being.

However, PAs may lack confidence, an issue exacerbated by lone working, while
employers may require help to be a good employer (Priestley et al,2010). Focusing on
employer needs at the expense of PA well-being will negatively impact both groups,
with potential to increase turnover in a sector struggling with acute recruitment/
retention challenges (Gousia and Allan, 2024). Woolham et al (2019b) reported PAs
being confident in finding alternative forms of employment if needed, underpinning
the precarity of support for disabled people. Hence, there is a need to be attentive
to the needs of all people in the caring nexus to provide the foundation for needs
to be met.

Tronto’s (1993) second phase of care is ‘caring for with responsibility’. Once needs
have been recognised, responsibility needs to be assumed to meet these. R esponsibility
is not just about obligation; it is often bound with trust and reciprocity (Tronto, 1993;
Sevenhuijsen, 2003), which characterise the best PA—employer relationships. However,
personal—professional blurring can result in PAs assuming too much responsibility,
with potentially negative consequences for PA well-being through the provision
of paid or unpaid overtime linked to a sense of duty (Leece, 2010; Ahlstrom and
Wadensten, 2012;Woolham et al, 2019a; Porter et al, 2020; Theakston et al,2022).This
will likely continue in the absence of adequate material and symbolic recognition of
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PA work.The evidence suggests that the state drives ‘over-responsibility’ by PAs due
to inadequate support structures to facilitate clear boundaries, exploiting the strong
reciprocal relationships between PAs and employers. Further, employer responsibility
to improve wages and terms and conditions is structurally constrained by insufficient
budgets and restrictive and inconsistent practice around how budgets can be spent
(Social Work Scotland, 2024).

Tronto’s (1993) third phase is ‘care giving with competence’ and constitutes caring
activities, or the practical ‘doing’ of care. This raises the question of what comprises
competence in the PA—employer nexus, which will vary according to the relationship
and context. The evidence reinforces tensions between PAs’ need for training for skill
development and confidence to meet employer needs and the rights of employers to direct
their support, including through the provision (or withholding) of training. R eformulating
the PA—employer nexus in terms of interdependence requires examining outcomes for
both parties, constituting a form of mutual competence. This aligns with Ward’s (2016:
174) calls for competence to be understood as ‘embedded in relational mutuality’.

PA well-being could suffer due to insufficient confidence and access to training and
support, which could affect care quality; yet, training that contradicts the wishes of an
employer could negatively impact care experience and agency. Hence, competence is
bound by issues of power and interdependence, reinforcing the need for support to
broker conversations between PAs and employers on sensitive topic areas; this form
of dialogical care may help to address communication difficulties and enable clearer
boundary maintenance.

The fourth stage is ‘care receiving with responsiveness’ and is focused on the
voice of the person receiving care (Tronto, 1993). PAs were introduced to promote
autonomy; directly employing a PA ostensibly enables employers to have choice over
their support.Yet, poor employment conditions and insecurity are endemic in adult
social care (Hemmings et al, 2024), and people often experience challenges in the
recruitment and retention of PAs due to the level of care need, complexity of support
provision and wider labour market context (Gousia and Allan, 2024). Fair wages are
needed to encourage a sufficient workforce to support disabled people while also
promoting the well-being needs of PAs. To be possible, employers must have adequate
budgets to pay a fair wage, which requires wider structural change.

The final stage is ‘caring with solidarity’ (Tronto, 2013). Care provision should
support ‘justice, equality, and freedom for all’ (Tronto, 2013: 23). The isolated nature
of PA work highlights the struggle for solidarity among PAs, particularly in the
current context of cuts. There was little evidence of solidarity between employers
and PAs beyond their individual relationships; while both want better ‘terms and
conditions’ for the other, the levers are limited, and there is a risk of individualism
and marketisation damaging these relationships. An ethics of care provides a counter-
narrative to neoliberalism’s entrenchment of individualism (Casalini, 2020), where
people who require care and support are ‘denigrated as dependents’ (Kittay, 2021:
19). Although personal assistance emanates from the independent living movement,
the cost-cutting agenda represents a co-option of its founding principles through
reinforcing market logic. This substantiates findings from the early implementation
of self-directed support in Scotland, where austerity was found to be eroding the
progress made by disabled people (Manji, 2018).

Although PAs are intended to support greater autonomy and independent living,
there is a risk that employer emancipation may be at the expense of PA well-being in
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the current climate (Graby, 2018). Good care outcomes cannot be achieved through
the domination and exploitation of people providing care (Kittay, 2021). Although
symptomatic of structural inequality, low pay and precarity (Kittay, 2021), both PAs
and their employers will likely suffer should this unmet need continue.

Strengths, limitations and gaps

This systematic review has generated novel understandings about what works to
support PA well-being, representing the first systematic review that focuses on
well-being needs. The application of ethics of care theory has elevated the empirical
findings by weaving together micro caring relationships and their entanglements in
wider, complex social and political systems that shape the possibilities of personal
assistance. Examining the PA—employer nexus has also reinforced the importance
of mutual competence and the risk of ‘over-responsibility’ by PAs, driven by the
structural exploitation of unique PA—employer relationships, so often bound with
reciprocity, mutuality and trust. Finally, using expert groups to ground the empirical
findings created space for more formal academic collaborative research to further
explore the key themes identified in this review.

This review is limited by the lack of tested interventions about what works to
support PA well-being. Recommendations in the literature are predominantly based
on the findings of research and the suggestions that are made on the basis of this.
There is also poor data on the composition of the PA workforce, which limits the
ability to examine if study samples are representative of the wider population, and
there is a gap in knowledge about how PA well-being intersects with equalities issues,
particularly with regard to gender and unpaid caring.

Notes

! Eligibility criteria are set by local authorities and therefore vary, though they often centre
on critical risk or urgent need or on substantial risk or high levels of need (SDSS, 2025).

2 This proforma was created for IMPACT’s evidence review process.

3 For an evaluation of the expert groups, see Brunner and McLean (2024).
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