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ABSTRACT

Purpose: Theoretically, individualised funding schemes empower people with disability (PWD) to choose
high quality support services in line with their needs and preferences. Given the importance of support,
the aim of this scoping review was to understand the factors that influence the quality of paid disability
support for adults with acquired neurological disability.

Methods: A comprehensive scoping review of the published literature from 2009-2019 was conducted
on five databases: Medline, CINAHL, Embase, PsycINFO and Scopus.

Results: Of the 3391 records retrieved, 16 qualitative articles were eligible for review. Thematic synthesis
of the findings revealed six key interrelated themes: (1) choice and control, (2) individualised support, (3)
disability support worker (DSW) qualities, (4) DSW competence, (5) PWD - DSW relationship, and (6)
accessing consistent support. The themes depict factors influencing the quality of paid disability support
from the perspective of PWD, close others and DSWs.

Conclusions: Although the evidence base is sparse, the factors identified were in line with international
rights legislation and policy ideals. The findings can provide insights to PWD hiring and managing sup-
port, and facilitate the delivery of quality disability support. Further research is required to understand
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the interactions between the factors and how to optimise support in practice.

> IMPLICATIONS FOR REHABILITATION

e The quality of paid disability support is determined by a multitude of interrelated factors influenced
by the disability support worker’s qualities and competencies, the interaction between the person
with disability and the disability support worker, as well as external contextual factors.

e Optimising choice and control for adults with acquired neurological disability and providing individu-
alised support should be a significant focus for disability support workers.

e Training modules for disability support workers can be informed by five of the identified themes: (1)
choice and control, (2) individualised support, (3) DSW qualities, (4) DSW competence and (5) the

relationship between PWD and DSWs.

Introduction

In the past decade, the landscape of disability support services
has undergone fundamental reform with greater emphasis on
personalisation and a global shift towards individualised funding
schemes [1-4]. The core values of individualised funding schemes
reflect the rights of people with disability (PWD) to participate
fully and independently in society, as outlined by the United
Nations Convention on the Rights of Persons with Disabilities
(CRPD) [5,6]. Individualised funding schemes provide individuals
with personal budgets to purchase support services in line with
their needs and preferences [7]. Theoretically, the market-based
approach to individualised funding schemes place PWD at the
heart of decision making [89]. However, in order to make
informed decisions, adults with disability require sufficient infor-
mation and a quality workforce from which to choose.

In Australia, the National Disability Insurance Scheme (NDIS)
was introduced in mid-2013 as a national public social insurance

scheme designed to provide individualised funding packages to
people with “permanent and significant disability” [10], as well as
helping PWD to access mainstream and community services, and
maintain informal supports [11]. The NDIS replaces a disability sys-
tem described by the Productivity Commission as “underfunded,
unfair, fragmented, and inefficient”, arguing that it gave PWD
“little choice and no certainty of access to appropriate supports”
[12]. By the end of 2019, 338,982 PWD were being supported by
the scheme, including 12% of NDIS participants with an acquired
neurological disability [13].

Adults with acquired neurological disability (e.g. acquired brain
injury, stroke, spinal cord injury or neurological diseases such as
multiple sclerosis or Huntington's disease, and cerebral palsy)
often experience severe or profound core activity limitations,
meaning quality disability support is critical to ensuring the princi-
ples of individualised funding schemes are actualised and individ-
uals are empowered to exercise choice and control. Many adults
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with acquired neurological disability experience cognitive, com-
munication and physical impairments at varying levels of severity
and therefore often rely on high quality paid disability support to
live an ordinary life. Given the sudden and traumatic onset of
many acquired disabilities, the experience of disability for adults
with acquired neurological disability and their support needs are
distinct from those of adults with developmental intellectual dis-
ability [14,15], whose experiences reflect lifelong functional limita-
tions. Although, in a recent review on the quality of care
relationships, Scheffelaar et al. [16] stated that client group-spe-
cific focus may not be necessary, quality of support for this cohort
is yet to be defined sufficiently. Thus, it is reasonable to expect
the quality determinants for this group to differ due to the nature
of their support needs. Moreover, there is a paucity of literature
around the quality of support for adults with acquired disability,
and recent evidence demonstrates that people with acquired dis-
ability respond differently to support working practices designed
for people with intellectual disability [14]. Thus, this review will
focus solely on mapping the factors that influence support for
adults with acquired neurological disability.

With the full implementation of the NDIS in 2020, $22 billion
will be spent on individual supports, with most of this funding
being spent on disability support workers (DSWs) [13]. DSWs are
fundamental to quality of life and health outcomes for PWD with
complex needs [17,18], as they provide support for a complex
range of activities ranging from personal hygiene, dressing and
feeding to facilitating meaningful engagements and supporting
people with housing, employment and financial responsibilities
[19-21]. The overarching role of DSWs is to promote the inde-
pendence of adults with disability and build their capacity to
make decisions, participate in the community and achieve their
self-described goals [7,22]. In this paper, the term disability sup-
port worker (DSW) will be used in a broad sense to refer to all
employees who provide direct and daily support to people with
disabilities.

Quality of “care” has been defined primarily in the healthcare
literature, with the traditional definition limited to medical out-
comes [23-25]. However, there is a paucity in the literature
around the quality of nonclinical support for PWD [25]. Thus, this
review will keep the definition of “quality of support” broad to
capture all factors considered to improve or impede the effective-
ness of the support provided. Fundamental to a quality frame-
work for disability support is the lived experience and preferences
of PWD. Additionally, it is important to consider the views of
DSWs as the providers of support in order to identify any differen-
ces in priorities and help guide DSW training in line with the pref-
erences of PWD. Close others are also critical for populations with
complex needs as often they provide support to PWD recruiting,
hiring and managing DSWs, and PWD may receive paid support
in the family home. Thus, this review aims to develop themes to
illustrate factors that influence the quality of support grounded in
the lived experience of PWD, close others and DSWs. Given the
heterogeneity of adults with acquired neurological disability and
the diverse nature of activities for which DSWs provide support,
there is likely to be a range of factors that influence the quality
of support.

Despite the NDIS, and other individualised funding schemes
internationally [26], adopting a person-centred model of support
with increased funding, the quality of support provided is largely
determined by the workforce. The Australian Government
Productivity Commission (2017) [27] estimated the disability work-
force at 73,600 full-time equivalent workers in 2014-15 but that
by 2019-20, 162,000 full-time equivalent workers would be

required to deliver person-centred support in line with the needs
and preferences of the expected 460,000 NDIS participants.
Concerningly, however, since the roll out of the NDIS the DSW
role has had the largest increase in casualisation, the largest num-
ber of vacancies and the biggest reduction in experience levels in
the disability sector [28]. As well as an adequate number of
DSWs, the workforce needs the skills to implement consistent,
person-centred quality support [29]. However, the disability sup-
port workforce is largely made up of under-skilled, non-professio-
nals with limited qualifications [30,31] and the nature of
individualised funding schemes allows inexperienced, unqualified
individuals to present themselves directly to PWD [32].
Additionally, the opportunities for formal training and perform-
ance monitoring are reduced [30,33,34], particularly for DSWs dir-
ectly employed by PWD [35,36], as individualised funding
packages often do not sufficiently allow for training and develop-
ment [37-39]. Trends towards casualisation and increasingly
unpredictable patterns of demand are also apparent within indi-
vidualised funding schemes [28,30], increasing staff turnover rates
and reducing job security for DSWs. Unsurprisingly, poor work
conditions and low levels of organisational support have been
shown to reduce the quality of support (in terms of DSW skill and
experience) [29,31,40]. Whilst, in the context of support provision
for older adults, better working conditions (e.g. guaranteed work-
ing hours and more training opportunities) have been associated
with higher quality support [41].

Evidence suggests that cohesive relationships between DSWs
and PWD can facilitate better support [16,42-46], however it does
not always result in productive support [47], and very close rela-
tionships can be detrimental to support provision [48]. Within the
individualised funding context, research has shown direct employ-
ment arrangements can foster a better relationship as they facili-
tate greater autonomy for the PWD and better communication
and trust between the person with disability and the DSW
[49-51]. However, with limited information available for PWD
regarding the determinants of quality support, direct employment
allows adults with disability to place more emphasis on the relat-
ability of DSWs e.g. similar interests and age, over their capacity
to fulfil the role [52]. Although, it has been suggested the quality
of support is more dependent on the relationship than expert
knowledge [53], this is conditional to establishing and maintaining
appropriate boundaries, which is complex in itself [54-56]. Thus,
in order to empower adults with disability to effectively exercise
choice and control within individualised funding frameworks and
make informed decisions when navigating support systems, it is
critical to understand the mechanisms by which the relationship
impacts the quality of support.

In summary, there are a number of elements that can influ-
ence the support provided to PWD, but a definition of quality dis-
ability support is yet to be established. As described, the disability
workforce and the working conditions are important, as is the
relationship between the person with disability and the DSW.
However, there is a gap in the literature considering all the factors
that may influence the quality of support, and the mechanisms
by which quality is improved. As a result, there are no standar-
dised quality indicators of quality support. Thus, in recognising
the importance of support for people with acquired neurological
disability, the aim of this scoping review was to examine the
existing evidence base and map the factors that influence the
quality of paid disability support for adults with acquired neuro-
logical disability from the perspective of people with lived experi-
ence, close others of people with lived experience and the
disability workforce.



Methods

The systematic scoping review method was informed by the six-
stage approach proposed by Arksey and O'Malley [57] with the
methodology modifications recommended by Levac and O’Brien
[58] and the PRISMA Extension for Scoping Reviews (PRISMA-ScR)
[59]. The methodology is detailed in the scoping review proto-
col [60].

Stage 1: Identifying the research question

The following research question was identified for this review:

What are the factors that influence the quality of paid disabil-
ity support for adults with acquired neurological disability and
complex needs?

Stage 2: Identifying relevant studies

A systematic search strategy was developed by the authors in
consultation with content experts and a research librarian (see
Table 1). Three broad search terms: disability, support and quality
were searched on MEDLINE and EMBASE databases to identify
keywords and further search terms. Using this initial search, prior
knowledge of the topic area, and known peer-reviewed literature,
a comprehensive list of search terms was developed. The initial
search strategy included three concept headings: (1) acquired dis-
ability, (2) paid support, and (3) barriers and facilitators. After pre-
liminary searches on MEDLINE, the third concept, barriers and
facilitators, was removed as the search became too limited. Thus,
the final search strategy combined terms within two broad con-
cepts: (1) acquired disability and (2) paid support.

The search was conducted on Medline, CINAHL, PsycINFO,
Scopus and Embase. Search terms were adapted for use with
each bibliographic database, with MeSH and Emtree headings
used where appropriate. Searches were limited to studies involv-
ing human participants published in English between January
2009 and December 2019. This timeframe was considered appro-
priate with evolution of the disability system in the past decade
and the international trend towards individualised funding and
budgets. Reference lists and forward citations of eligible studies
were hand searched, and publications by the authors of included
studies were identified using Scopus to screen for further rele-
vant articles.

Table 1. Search strategy.

Search concepts Terms used in database

Acquired disability brain injuries (MeSH), head injuries, penetrating (MeSH),
cerebral haemorrhage (MeSH), brain injur*, intracranial
injur®, TBI, ABI, cognitive dysfunction (MeSH),
cognitive disorders (MeSH), cognitive impairment,
cognitive disab*, acquired disab*, communication
disab*, severe disab*, profound disab*, stroke (MeSH)
AND young adult, multiple sclerosis (MeSH), cerebral
palsy (MeSH), spinal cord injuries (MeSH), huntington’s
disease (MeSH)

disability support, disability work*, support work*,
attendant care*, paid care*, paid support™, support
staff, care assistant, direct support*, home care*,
professional support*®, active support*, social care,
home health aide, quality adj2 support, quality
adj2 care

Medline, CINAHL, PsycINFO, Scopus and Embase

Paid support

Databases

Asterisks depict where alternate endings of the word were searched.
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Stage 3: Study selection

Peer reviewed articles with extractable primary research data
were included. All study designs were considered. Non-empirical
studies, reviews, books/book chapters, opinion pieces, study pro-
tocols and conference proceedings were excluded. To be
included, studies had to report on the factors that influence the
quality of paid disability support for adults aged 18-65 with dis-
ability and complex needs as the results of an acquired neuro-
logical disorder (e.g. from an acquired brain injury, stroke, spinal
cord injury or neurological diseases such as multiple sclerosis or
Huntington’s disease), or adults with cerebral palsy. Studies
reporting only on informal support (e.g. from family members)
were excluded. Following review of 300 titles, additional eligibility
criteria were implemented. Studies focused on populations with
mild disability were excluded, as were studies referring only to
inpatient or palliative care, or support from healthcare or disability
professionals (e.g. nurses, allied health, social workers) rather than
DSWs. During full text screening, further exclusion criteria were
added: 1) <30% of the research population were eligible for this
review, 2) data specific to the relevant population or support type
could not be distinguished, or 3) the population was not
described sufficiently.

The study selection process was informed and reported follow-
ing Preferred Reporting Items for Systematic Reviews and Meta-
Analyses guidelines [38] (see Figure 1). A total of 4936 records
were initially identified. Following the exclusion of duplicates,
3340 title and abstracts were screened by the first author and at
least one of the other authors. Agreement was >97% between
reviewers on initial screening, the conflicts were resolved by con-
sensus. An additional 51 records were identified by the first
author via hand searching, of which 10 were deemed eligible for
full text screening. In total, 83 full texts were screened by two
authors and 26 were deemed eligible for the next stage.
Following charting the data, 16 articles were retained for review.

Stage 4: Charting the data

Data extraction was an iterative process conducted by the lead
author and checked by the two coauthors. Twenty-six articles
were deemed eligible following full text screening. The lead
author extracted data from the 26 articles to describe the popula-
tion, the support type, design and methods, and a summary of
findings in relation to the research question. This process resulted
in excluding 10 studies because they reported only on access to
support, not in relation to quality of support (n=4), there was no
empirical data to extract (n=2), or the population was not
described sufficiently (n=4). Additional data was extracted for
the 16 included studies with respect to the research question.
The final step involved splitting the studies by the perspective of
the data reported (e.g. PWD, family members or informal sup-
ports, paid support workforce or studies with multiple perspec-
tives). Additionally, where authors had identified and reported
gaps in the literature and research implications, the review
authors charted this also.

Stage 5: Collating, summarising and reporting the results

The PRISMA-ScR checklist for scoping reviews was used to guide
the collating, summarising and reporting of results [59]. Key study
characteristics of the included articles are reported in Table 2, and
participant characteristics in Table 3.

Following the descriptive summary, given the qualitative
nature of the selected studies, Levac et al.'s [58] suggestion to
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Figure 1. PRISMA flow diagram.

conduct a thematic synthesis was implemented. Familiarisation of
the study findings was achieved through reading and re-reading
the results of the reviewed articles and charting the data. As few
studies directly addressed the review question and some studies
included participants who did not fit the review population eligi-
bility, some findings were irrelevant. To be included in the ana-
lysis, the data had to relate to the review question and the
population eligible for the review. The lead author extracted the
primary data (quotes from participant interviews) and the author
reported findings and entered the data into NVivo software. The
quotes and authors comments were labelled to reflect the per-
spective of the participant group e.g. PWD, close others or paid
support workforce (DSWs or service providers).

The process of data synthesis followed a thematic analysis
approach in line with Thomas and Harden’s [78] three stage
methodology. Thomas and Harden argue that this qualitative ana-
lysis method is suitable to answer review questions about
“people’s perspectives and experiences”, in line with the aim of
this review [78]. The first stage of thematic analysis involved
examining and coding the data line by line. The primary data
(e.g. participant quotes) and the author reported findings were
examined separately. Although only data relating to the review
question had been extracted, during this initial coding the review
question was not considered. Descriptive codes were created by
directly extracting meaning from the quote or authors’ description
of the findings. The second stage involved refining and compar-
ing the descriptive codes across the primary data and the findings

—\
=
-§ Records identified through database Additional records identified
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= . —
.g (n =4936) (n= 51)
)
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~—/
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(n= 83) wrong publication type n = 14
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=
=
)
=
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as stated by the authors of the primary studies to develop
descriptive themes. Stages one and two were conducted simul-
taneously; as more data was coded, the codes were refined and
re-categorised to better describe the body of data, and reduce
duplication of codes. Consequently, the text was repeatedly exam-
ined helping to ensure consistency in the interpretation of data
across different papers. The final stage involved analysing the
descriptive themes in relation to the review question and advanc-
ing to a more conceptual understanding. “Factors that influence
the quality of support” from the perspective of the different par-
ticipant groups (e.g. PWD, close others and paid support work-
force) were inferred from the descriptive themes and integrated
into superordinate themes. Throughout the process memos were
utilised to note the links between the factors and track the con-
ceptualization of the findings. The memos guided the frequent
discussions and reflections between the three authors during the
analysis process.

Due to the data synthesis method, all of the data extracted
from each of the individual sources of evidence has not been tabu-
lated. Instead, to more effectively answer the review question, the
themes identified around the factors that influence the quality of
support have been presented. Table 4 reports the high-level
themes with participant quotes to illustrate the perspectives of the
three groups. Table 5 depicts which articles the data emerged from
and details the themes with sub-themes that emerged from the
thematic analysis.



Expert consultation

The scoping review protocol [60] described co-design workshops to
explore “what makes an excellent support worker?” from the per-
spective of PWD. The intention is to conduct the workshops at a
later date. However, as a first step in this process, we engaged with
an expert consultant (the “expert”) for feedback on the review find-
ings post-analysis. His expertise reflects his own lived experience of
paid disability support and his experience of disability advocacy
work. The expert was invited to review the thematic analysis findings
and provide feedback on the results considering 4 questions: 1)
what do you agree with, 2) is there anything you disagree with, or
are surprised by, 3) is anything missing, and 4) what factors are most
important. It was emphasised that all feedback and suggestions were
encouraged, and the questions were provided as a guide.

Results
Study characteristics

The sixteen articles deemed eligible for review spanned research
from Sweden (7), Australia (3), New Zealand (3), the United Kingdom
(2), and Denmark (1) and were published from 2009 to 2019. All
reviewed studies used qualitative methodology. Data generation
techniques included direct participant interviews (n=15), focus
groups (n=3), surveys (n=1) and observation (n=1). Qualitative
data analysis techniques included content analysis (n=7), thematic
analysis (n=6), and phenomenological analysis (n=3). The focus of
the studies varied but all papers reported on data relating to factors
that influence the quality of paid support. The perspectives of PWD,

Table 2. Study characteristics.
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DSWs, informal carers and family members were represented within
the data. Study characteristics are provided in Table 2.

Participant characteristics

A summary of the participant characteristics is presented in
Table 3. The number of participants in the included studies
ranged from 12-72, with a combined total of 519 participants. It
must be noted that not all participants were eligible for this
review, however results were only extracted when the participant
group could be identified as eligible, or the number of eligible
participants in the study exceeded 30%. Ineligible participant
groups have not been listed in Table 3. Additionally, 5 of the 16
papers were conducted by the same authors on the same cohort
of participants [61-63,73,74] but from multiple perspectives, fur-
ther reducing the number of individual participants. Participants
included PWD, DSWs, service providers, informal carers and family
members. Data from service providers, although representing dis-
ability organisations rather than individual DSWs, have been
grouped with DSWs for the purpose of this analysis as only two
papers [61,79] gave the perspective of service providers. This dis-
tinction is explicit throughout the results however. Eligible disabil-
ity types represented in the studies included acquired brain
injury, multiple sclerosis, stroke, spinal cord injury, cerebral palsy
and other neurological disorders. Participants with disability had
varying support needs. Where reported, the support provided
ranged from 4-24h per day and the participants (or their close
others) had been receiving or providing the support from
3-41 months prior to the study.

Data generation (as Data analysis (as

Authors (year) Country Focus Perspective reported by authors) reported by authors)
Ahlstrom & Wadensten Sweden Encounters in close care DSWs Semi-structured Qualitative
(2010) [61] relations between personal interviews content analysis
assistants and disabled
persons of working age, as
well as the prerequisites for
and obstacles to the success
of such encounters, from
the perspective of
personal assistants.
Ahlstrom & Wadensten Sweden Family members’ experiences COs Semi-structured Latent content analysis
(2011) [62] of personal assistance given interviews for narrative text
to a relative of working age
with a functional disability.
Ahlstrom & Wadensten Sweden How personal assistants DSWs Semi-structured Latent content analysis
(2012) [63] experience their work and interviews for narrative text
what strategies they employ
to alleviate work-
related stress.
Bourke et al. (2019) [64]  New Zealand How relationships are PWD Highly structured Thematic analysis using
experienced by people with interviews a
SCl during the time of framework approach
transition from spinal units
to their community.
Braaf et al. (2018) [65] Australia The needs of people living PWD Semi-structured Thematic analysis using
with spinal cord injury, interviews, 30- a
receiving formal carer and 60 min each framework approach
hospital services.
Cornwell et al. Australia The perceived adequacy of Service providers Survey-based Inductive
(2018) [66] service supports available to data collection thematic analysis

individuals with ABI in
Queensland during the

(continued)
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Table 2. Continued.

Data generation (as

Data analysis (as

Authors (year) Country Focus Perspective reported by authors) reported by authors)
transition from hospital
to home

Fadyl et al. (2011) [67] New Zealand What constitutes good-quality PWD, DSWs and COs Focus groups and semi- Inductive

Gridley et al. (2014) [68]

Martinsen & Dreyer
(2012) [69]

McPherson et al.
(2014) [70]

Mitsch et al. 2014) [71]

Nilsson et al. (2016) [35]

Pettersson & Fahlstrom

(2010) [72]

Wadensten & Ahlstrom
(2009) [73]

Wadensten & Ahlstrom
(2009) [74]

Yeung et al. (2016) [75]

United Kingdom

Denmark

New Zealand

Australia

Sweden

Sweden

Sweden

Sweden

United Kingdom

care for disabled people in
New Zealand

Key characteristics of good
support from the
perspectives of people with
complex needs using
services and those close
to them

The meaning of dependence
on care in a private home
setting among people living
with help requirements for
all aspects of daily life.

The connection between
informal and formal cares,
and how a positive
connection or interface
might be developed
and maintained

The provision of, and access
to, rehabilitation services to
rural and remote areas
of NSW

Meanings of balance in
everyday life for people
with long-term illnesses
living at home

Home care staff experiences in
relation to assistive devices
and assistive device use
at work.

Strategies people with severe
functional disabilities who
receive personal assistance
in their homes use in their
daily life to achieve
autonomy, integrity,
influence and participation

Experiences of persons with
severe functional disabilities
who receive personal
assistance in their homes,
the focus being on their
daily life in relation to the
ethical principles
represented in the Swedish
Disability Act: autonomy,
integrity, influence and
participation.

The factors affecting people
from Chinese backgrounds
with physical disabilities in
England experiences of
social care.

PWD, informal carers
and DSWs

PWD

Informal carers, DSWs
and advocates

PWD, service providers

and COs

PWD

DSWs

PWD

PWD

PWD

structured interviews

Semi-structured
interviews and 1
focus group

Interviews and
observation

Focus groups and semi-
structured interviews

Semi-
structured interviews

Semi-structured
interviews,
31-66 min each

Semi-structured
interviews,
35-90 min each

Semi-structured
interviews, approx.
90 min each

Semi-structured
interviews, approx.
90 min each

Semi-structured
interviews, 30-
80 min each

thematic analysis

Thematic analysis using
a
framework approach

Phenomenological
hermeneutic
approach

Conventional
content analysis

Interpretative
phenomenological
analysis

Phenomenological
hermeneutic
approach

Qualitative
content analysis

Latent content analysis

Latent content analysis

Thematic analysis

PWD: people with disability; DSW: disability support worker (or egivalent paid support staff); CO: close other.
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Participants
demographics

Disability type

Perspective

Study (gender, age (eligible Support
Authors (year) population (n) mean & range) participants only) needs (PWD) PWD DSWs COs
Ahlstrom & DSWs (32) 26F, 6 M; age: Multiple sclerosis, 5-24h a day. v
Wadensten M =46, range traumatic brain Personal hygiene,
(2010) [61] = 22-55 damage, stroke buying groceries,
cooking, washing,
cleaning, and
transport
(reported in
Ahlstrom,
2006 [76])
Ahlstrom & COs (25) 15F, 10 M; age: Multiple sclerosis, 5-24h a day. v
Wadensten M =47, range acquired brain Personal hygiene,
(2011) [62] not reported. damage, stroke buying groceries,
(reported in cooking, washing,
Ahlstrom, cleaning, and
2006 [76]) transport
(reported in
Ahlstrom,
2006 [76])
Ahlstrom & DSWs (30) 24F, 6 M; age: Multiple sclerosis, 5-24h a day. v
Wadensten M =39, range acquired brain Personal hygiene,
(2012) [63] = 22-55 damage, stroke buying groceries,
(reported in cooking, washing,
Ahlstrom, cleaning, and
2006) transport
(reported in
Ahlstrom,
2006 [76])
Bourke et al. PWD (19) 6F, 13M; age: M Spinal cord injury Not reported v
(2019) [64] not reported,
range = 16-64
Braaf et al. PWD (22) 6F, 16 M; age: M Spinal cord injury Not reported v
(2018) [65] not reported,
range not
reported,
55% >50yrs.
Cornwell et al. Service Gender and age Acquired brain Not reported v
(2018) [66] providers (12) not reported. injury,
traumatic brain
injury, stroke,
hypoxic brain
injury, other
neurology/
neurosurgical
populations
Fadyl et al. PWD (20) 9F, 11 M; age: Multiple sclerosis, Not reported v v v
(2011) [67] Health and social M =45, range physical
care = 23-71 impairments,
professionals 4F, 2 M; age: mixed
(6) M =48, range intellectual
COs and = 35-66 impairments,
carers (5) 1F, 4M; age: Parkinson’s
M =51, range disease,
= 33-63 sensory
impairment
Gridley et al. PWD (22) Gender and age Complex needs, Not reported v v v
(2014) [68] Family carers (23) not reported. brain or spinal
Specialist injury,
organisations dementia
(22)
Martinsen & PWD (35) 2F, 14M; age: M Spinal cord injury, 24 h a day v
Dreyer not reported, Duchenne Performing
(2012) [69] range = 18-65 muscular daily activities
(reported in dystrophy
Martinsen
et al. 2008
[771)

19 participants
with Duchenne
muscular
dystrophy.
Gender and

(continued)
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Table 3. Continued.

Participants

Perspective

demographics

Disability type

Study (gender, age (eligible Support
Authors (year) population (n) mean & range) participants only) needs (PWD) PWD DSWs
age
not reported.
McPherson et al. Formal providers 24F, 7M; age: Stroke, multiple Not reported v
(2014) [70] & carer M =48, range sclerosis,
advocates (31) = 26-65 cerebral palsy,
Informal 34F, 5M; age: traumatic brain
carers (39) M =157, range injury,
= 31-76 degenerative
neurological
disorder
Mitsch et al. PWD (6) 6 M; age not Acquired Home care, in-house v v
2014) [71] COs (7) reported. brain injury services or
Service 7F; age not accommodation
providers (59) reported. and living
Gender and age skills support
not reported.
Nilsson et al. PWD (12) 7F, 5M; age: M Multiple sclerosis, 4-24h every day v
(2016) [35] not reported, stroke, spinal Support in daily life
range 40-66 chord
with paralysis
Pettersson & DSWs (14) 13F, 1M; age: Stroke Not reported v
Fahlstrom M =39,
(2010) [72] range 22-64
Wadensten & PWD (26) 15F, 11 M; age: Multiple sclerosis, 3-41 months v
Ahlstrom M =51, range primary brain (average 16)
(2009) [73] = 29-60 damage, 5-24h a day
acquired brain Personal hygiene,
damage, stroke cooking, washing,
(reported in cleaning,
Wadensten & shopping and
Ahlstrom [74]) transportation
Wadensten & PWD (26) 15F, 11 M; age: Multiple sclerosis, 3-41 months v
Ahlstrom M =51, range primary brain (average 16)
(2009) [74] = 29-60 damage, 5-24h a day
acquired brain Personal hygiene,
damage, stroke cooking, washing,
cleaning,
shopping and
transportation
Yeung et al. PWD (26) 16 F, 10 M; age: Stroke, Not reported v
(2016) [75] M =54, range multiple
= 19-69 sclerosis

PWD: people with disability; DSW: disability support worker (or egivalent paid support staff); CO: close other.

Factors that influence the quality of support

Six key interrelated themes emerged with 18 sub-themes that
depicted the factors that influence the quality of paid disability
support. The following themes were identified across the primary
data and author reported findings: (1) choice and control, (2) indi-
vidualised support, (3) DSW qualities, (4) DSW competence, (5) the
relationship between PWD and DSW, and (6) accessing consistent
support. Considerable overlap and interaction within and between
the themes was evident, as is highlighted in the results. Asterisks

are used throughout the results to depict when the theme or sub-
theme emerged only from the author reported findings in the
paper, rather than primary data (e.g. illustrative quotes).

The perspective of PWD, close others and paid support were
captured as reflected by the selected quotes in Table 4. Table 5
depicts which studies and which participant group informed the
themes and sub-themes. The unspecified column relates to find-
ings from studies with multiple participant groups where the per-
spective was not identified in the results.
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Table 4. Participant quotes to illustrate the key themes around factors that influence the quality of support.

PWD

COs

DSWs

Choice and control

Individualised support

DSW qualities

DSW competence

Relationship

| told them what type of carers | like. |
want fit young, not too young or
not too old, just middle-aged fit and
prepared to do look after me and
my baby. [64]

Well yeah, | mean it's about you isn’t
it? It's about your life, you know, it’s
about what’s important to you, and
you know | mean it’s a process, |
mean for some people you know
there is a feeling of loss of power.
(671

Well, | suppose there’s quite a bit
[laughs] | want to choose. | want to
choose who, and what we're going
to do together and when - very
important things, | think. [73]

The people that help me must respect
me. It’s absolutely the most
important ... and see the human in
me, not my disability or that I'm
sitting in a wheelchair. [35]

When | was on steroids and lost my
hair, she came with all these lists of
things that | should be doing or
trying out, which made me feel that
she really you know | was a person
to her, but also the um exercise that
she gives me the weights and
everything, she understands the
balance problem. So she will get the
movement that | need but she will
do it in a different way to perhaps
the way she’d do it with somebody
else. [67]

I've really appreciated receiving what |
felt was really good care from
someone with a true attitude that
they wanted to help me, and they
actually really cared about the
outcome of that care, and then the
details didn’t matter so much. |
could inform them along the way if
they were doing something that
wasn't quite appropriate or
whatever, but it was really that
attitude. [67]

and understanding of what it’s like for
a person to be paralysed, the
challenges faced, the difficulties
faced for families ... A thorough
attitude, a practical sense of what
we're trying to achieve... especially
spinal cord injuries, and especially
quadriplegic levels. [65]

knowledge about spinal cord injuries is
needed: hygiene, infection control ...
Just knowledge, understanding, skill
development, self-development ...
[65]

(Education) does not happen. It's such
a shame. Because they'll spend the
next twenty, thirty years assembling
a little bit of information . | mean its
bad enough that they don’t know
anything about the treatment (for
MS), but they have great difficulty in
just handling the situation (having a
patient with MS). And that’s a
problem with their education. [66]

I need to have somebody around that |
can relate to on some level or other.
Even though it's a working

Sometimes the assistant does what she
wants. But a grown man’s got to
make his own decisions and say
what he likes and what he doesn't
like — and yet he doesn’t always do
that [62]

One group of young people that have
come that were (previously) in
another organisation, and they said
they found the greatest thing there
was getting up in the morning and
staff actually talking to them. Not
get up, get dressed, and we'll see
you at lunchtime. [67]

It is just like, they (domiciliary workers)
do the job and they can't really be
bothered more. [75]

I say to them this, you're best to be
informed about everything | go
through, so that you know what to
do ... .And they know a lot more
about a spinal injury than when
they first came to work here. [65]

The assistant is someone close, who
gives good advice and comfort when
things are difficult. A good friend,

I usually try to think like this: how
would | react if a person was
helping me out at home and
making decisions for me? | wouldn't
permit that, would I? Since I'm the
one who decides what to do in my
own home’ [61]

Participants instead argued for flexible
care pathways, imaginative
approaches to assessments and to
be able to alter support
arrangements once in place. This is
particularly important because when
needs are complex, it can be difficult
to foresee which arrangements will
work best [68]

I don't know if I'd like it if some man
came to wash me — yes, | can
imagine how it'd be. | suppose this
is what comes easy to me and that’s
what the bloke | work for says too,
that it's so easy for me to put myself
in his position of being handicapped.
Yes, | can imagine just how difficult
it must be for him [61]

I put myself in the person’s place. I'd
say | find that easy, and that's what
the chap | work for says, that | can
so easily put myself into his situation
as a disabled person. Yes, | can
imagine just how awful his life
is. [63]

If it hadn't been for the assistive
devices it would have been a lot
heavier. | would not have managed.
Because then he would have had to
use me instead. And hung on me. |
would not have managed. He is
quite tall. It is necessary for both
him and me. [72]

We sort of became so close right away.
We're almost the same age and we
feel the same and think the same.

(continued)
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Table 4. Continued.

PWD

COs DSWs

relationship, the boundaries get very
blurred between where work starts
[and ends] and there needs to be
some sort of personal relationship as
well.” [68]

It's important that the personal
chemistry works, because otherwise
nothing works. I've had such
unbelievable luck. I've really been
fortunate to feel that the personal
chemistry is right. [74]

My helpers know me, or they get to
know me, because | have to explain
everything due to my severe
paralyses. [69]

And there is a different care worker
every time so | never get any sense
of continuity. They don't seem very
caring. They just come to do the job,
and it isn’t a very human experience
[75]

They are having difficulty finding an
extra carer for me, apparently it's
just where | live ... this one’s been
here with me for a long time... but
they've got no-one to replace her.
[65]

Accessing consistent support

I got home, Homecare rang me and

because that’s what they
become. [62]

So we probably felt right away that
we'd get along well together and we
both think that’s very important’.
[61]

Yes, you must be able to keep a
distance. You mustn’t be too close a
friend. You must be able to separate
friendship and the professional
role. [61]

If you're on a pension, you are
‘existing’. If you have compensation,
you can buy the carer to explore
meaningful occupations that create
a ‘living’. [66]

they wanted to give me an hour
and 15min a fortnight. I'm doing his
showering, toileting and everything
for him. | said if | can't get 5h a
week | don’t want nothing from

you. [71]

PWD: people with disability; DSW: disability support worker (or egivalent paid support staff); CO: close other.

#Cornwell et al. [66] is a quote from a service provider organisation.

Table 5. Themes and sub-themes depicting the factors that influence the quality of paid disability support.

THEME SUBTHEME PWD COs DSWs Unspecified
Choice and control Choosing & managing support 65, 66, 74, 75° 63 64°
PWD involved in decision making 66, 68, 70, 35%, 74, 75 63 64° 68°
Chance to use own capacity 74,75 63° 62°
Individualised support Person-centred approach 65°, 68, 697, 35, 76 68, 712 69°
Responsiveness to needs 68, 69°, 70%, 35, 74°, 75% 68, 69%, 71° 62, 69
Meeting language and cultural needs 68, 76
DSW qualities Willingness to listen and learn 68, 69, 70°, 35%, 75° 66, 68° 69°
Empathy and understanding 66, 682, 357, 75° 637, 71° 62
Respect 69, 35, 75° 63 62, 64
DSW competence Knowledge, training and experience 66, 68 66, 68 642, 67 69%, 71°, 72°
Practical skills (including assistive devices) 66, 70%, 35° 63° 64,73 68°
Relationship Personal chemistry 69, 70, 75 63° 62, 64°
Knowing the individual 65, 68, 69, 70, 35%, 74° 63, 68
Trust 69, 74, 75 717 62°
Boundaries and friendship 65°, 66, 69, 74, 35%, 75° 63 62, 64°
Accessing consistent support Continuity of support 65, 69, 70, 35°, 74°, 752, 76 637, 69 697
Funding 65%, 66, 682, 697, 35° 69 67°
Availability of support 652, 66 72, 63° 67° 72°

PWD: people with disability; DSW: disability support worker (or egivalent paid support staff); CO: close other.
*The subtheme emerged only from the author reported findings in the paper, rather than primary data.

bBraaf et al. [65] reflects the perspective of service provider organisations.

Choice and control

The first theme, choice and control, encapsulates the importance
of the person with disability being able to (1) choose and manage
their support, (2) be involved in decision making, and 3) use their
own capacity. This was highlighted by all participant groups
across 9 studies involving interviews investigating relationships
[64], needs [65], quality of care [67], dependence on care [69],
strategies to achieve autonomy [73] and other life experiences
[35,74] post-acquiring the disability, as well as the experiences of
paid support for close others [62] and DSWs' work experien-
ces [63].

Choosing and managing support. The subtheme, choosing
and managing support, was extracted from 6 articles from the per-
spective of PWD [64,65,73,74*], close others [62] and DSWs [64].
PWD emphasised the importance of being allowed to choose
“who, and what we're going to do together and when” [73]. This
subtheme was primarily concerned with being able to choose the
“type of carers [they] like” rather than workers “swapping and
changing” [64] beyond the control of the person with disability.
One participant with disability described it as a “business looking
after someone with a spinal injury” and stressed the importance
of the person with disability having a plan and a policy set up for
employing support workers [65].



Table 6. List of DSW qualities referenced in reviewed papers.

PWD COs DSWs
Willing to listen 68, 69, 70°, 357, 752 66, 68°
Understanding 66, 68%, 75° 63%, 717 62
Empathetic 66, 35%, 75° 717 62, 64
Respectful 69, 35, 75° 63? 622, 64°
Patient 70 62°, 64°
Flexible 62%, 64°
Reliable 68, 69
Optimistic 62°
Considerate 62°
Trustworthy 717 62°
Creative 62°
Perceptive 62°
Focused 70
Friendly 69

PWD: people with disability; DSW: disability support worker (or eqivalent paid
support staff); CO: close other.

*The subtheme emerged only from the author reported findings in the paper,
rather than primary data.

PWD involved in decision making. Similar to the aforemen-
tioned sub-theme, all participant groups emphasised the import-
ance of DSWs enabling the person with disability to participate in
decisions impacting upon their life. Six studies reported findings
from the perspective of PWD [35,65,67,69%,73,74], with one par-
ticipant emphasising that “it's about your life... it's about what's
important to you” [67]. The same participant argued that involv-
ing the client in decision-making improves the quality of support
and when this doesnt happen “there is a feeling of loss of
power”, further highlighting the importance of autonomy and
control over one’s life in the context of support. Family members
saw it as a lack of respect when DSWs “took over” or “performed
tasks without discussing how they should be done” [62].
Correspondingly, DSWs in Ahlstrom & Wadensten's [63] study
claimed that supporting the person with disability to make deci-
sions about daily activities is part of being professional, and it is
disrespectful to argue with or act against the will of the person
with disability.

Chance to use own capacity. In addition to making their own
decisions, PWD emphasised a desire to capitalise on their abilities,
and only have support workers do the tasks that they were
unable to do themselves [74]. Moreover, people with disability
felt it was degrading when support workers did tasks for them
that they were capable of doing themselves [74]. For close others,
it was the cooperation between the person with disability and
the DSW that was key to ensuring the person with disability could
participate in life to the extent their capacity allowed [62], and
they stressed that this was not possible when the support worker
“takes over”. Consistently, DSWs suggested that allowing people
to be more self-reliant gives them a sense of security [61], and in
turn more confidence to utilise their capacity.

Individualised support

Eleven studies reported findings suggesting a person-centred,
individualised approach to disability support is critical. The second
theme, individualised support, comprised three sub-themes: (1)
person-centred approach, (2) responsiveness to needs and (3)
meeting language and cultural needs. The overarching message
extracted from the articles was that being seen as human, irre-
spective of disability, is the foundation of good quality disabil-
ity support.

Person-centred approach. Results presented from the perspec-
tive of PWD [35,64,67,68,75] and close others [67,70] suggested a
preference for DSWs taking a person-centred, humanistic
approach to support. Feeling “seen” as a person was described by
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multiple participants with disability [35,67,75]. For example, a par-
ticipant with multiple sclerosis expressed feeling understood and
seen as a person when her support worker made individualised
suggestions around her care [67]. Being treated as a person was
also associated with feeling respected [35]. This type of support
was referred to as a “human approach” by Fadyl et al. [67], and
encompassed being treated as a person, having involvement in
their support, and being listened to and taken seriously. Thus, this
theme is strongly linked with the choice and control theme.

Responsiveness to needs. Across eight studies, all three par-
ticipant groups suggested that DSWs needed to be responsive to
the individual’s needs, as opposed to applying generalised practi-
ces to support [35,61,67-70,73,74]. This sub-theme is consistent
with the person-centred approach sub-theme, but is specifically
about understanding the needs of the individual and having the
ability to be flexible in working practices to respond to those
needs. As highlighted by participants in Gridley et al.’s study [68],
this is important for people with complex needs as it is often diffi-
cult to predict support requirements. For example, a member of a
brain injury organisation said “brain injury care pathways that are
linear don’t work”. Close others appreciate that it can take time
for support workers to “build up that understanding” [67] of the
individual’'s needs. However, in order to be responsive to needs
the support worker must have good “perceptive awareness” of
the individual's needs and the ability to imagine how the other
person is feeling [61], as well as the capacity to be flexible in their
working practices [67,68].

Meeting language and cultural needs. In line with being
responsive to needs, participants with disability valued support
sensitive to their specific language and cultural needs [67,75]. The
explicit focus of Yeung et als [75] study was the experiences of
Chinese PWD living in the UK and all participants appreciated
support that met their language and cultural needs, or were
Chinese-specific. This preference extended across all welfare serv-
ices. Cultural appropriateness in support services was highlighted
in Fadyl et als [67] study in relation to the Maori community in
New Zealand. These findings are associated with providing a
human approach to care, in that DSWs need to understand the
individual's needs and provide appropriate support.

DSW qualities

Central to the provision of quality individualised support was the
personal attributes of DSWs. Table 6 provides the full list of attrib-
utes referenced in the papers. Most of the desired attributes per-
tained to building rapport and relationships e.g. being
understanding, empathetic, respectful, considerate, optimistic,
friendly and trustworthy. Some were concerned with an openness
to change e.g. being flexible, perceptive, creative and willing to
listen. Others were more professional attributes e.g. reliability,
focus and patience. A common theme throughout the papers was
the importance of DSW's having the “right attitude”, with PWD in
Gridley et al.'s [68] study arguing that attitude and personality of
staff is more important than training. Within this theme, three
qualities of a good DSW were identified to capture the essence of
the “right attitude” from the most frequently mentioned attrib-
utes: (1) willingness to listen and learn, (2) empathy and under-
standing and (3) respect.

Willingness to listen and learn. A key contributor to quality
support was the DSW's willingness to be open, learn and take dir-
ection, linking to the importance of choice and control for the per-
son with disability. This quality was illustrated by findings from
the perspective of PWD [35,67-69,74] and close others [65,67].
The findings suggest that in order to be responsive to needs and
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provide individualised support, DSWs need to be willing to listen
and learn [65,67,69,74], and follow instructions [69] from the per-
son with disability or their close others.

Empathy and understanding. Another essential quality in a
DSW referenced by PWD [35,65,67,74], close others [62,70] and
DSWs [61,63] was the ability to be empathetic and understand
the needs of the individual they are supporting. Findings reported
from the perspective of DSWs stressed the need to “adopt
another person’s perspective” [63] and “feel the other person’s
feelings” [61] in order to best support the individual. Empathy
and understanding in a support worker fosters a more beneficial
relationship [35,61,62], enables the support worker to be more
responsive to needs [61,63,67,74] and the person with disability to
feel more empowered to use their own capacity [62,74].

Respect. In order to provide quality support, DSWs must show
the person with disability respect. Respect was valued by PWD
[35,68,74], close others [62] and also recognised as important by
DSWs [61,63]. Showing respect involved allowing the person with
disability to exercise choice and control by making their own deci-
sions and using their capacity [62,63], seeing the person as an
individual [35] and demonstrating a thorough understanding of
their situation [74]. Close others felt support workers were lacking
in respect when they treated their relative paternalistically [62]
and disregarded their opinions [74]. Conversely, findings from
Wadensten & Ahlstrom [74] suggested that when the person with
disability felt respected, their self-confidence increased, and in
turn they felt more able to use their own capacity.

DSW competence

Across 12 studies, participants described the DSW competence as
a key factor influencing the quality of support. This factor was
illustrated by references to (1) knowledge, training and experience
and (2) practical skills.

Knowledge, training and experience. PWD [65,67], close
others [65,67] and DSWs [63] spoke of the importance of DSWs
being effectively trained and having sufficient knowledge about
the disability and most importantly, the individual. The data pre-
sented around knowledge was mostly framed negatively, with
PWD [65,67] and DSWs [63] arguing that DSWs did not have suffi-
cient knowledge or experience. Accordingly, the need for effective
training and education was also referred to [63,65,67,68,70], with
DSWs [63] and service providers [66] expressing that DSWs did
not receive sufficient training to perform their role. Further,
Mitsch et al’s [71] findings imply that the location of the person
with disability’s residence can exacerbate the level of inequity in
services, as there is a lack of workers with the speciality training,
knowledge and skills required to work with people with acquired
brain injury in rural and remote areas.

Practical skills. PWD expressed that in order to meet their
needs, DSWs need to have practical skills [35,65,69]. In Martinsen
& Dreyer's [69] study, participants articulated that “a lack of prac-
tical skills... could restrict the dependent person’s experience of
freedom”. In line with the DSW's practical skills, DSWs [63,72]
emphasised the importance of assistive devices in providing qual-
ity support. Close others, when discussing the role of DSWs to
enable “freedom of movement” for their relatives, suggested a
lack of assistive devices can result in limitations of freedom [62].
Thus, it appears the DSW's ability to effectively use assistive devi-
ces is important in providing quality support.

Relationship
Twelve studies reported dimensions of the relationship between
the person with disability and the DSW that either enabled or

constrained the quality of support provided. The sub-themes (1)
personal chemistry, (2) knowing the individual and (3) trust cap-
ture factors that enable a positive relationship and in turn, better
quality support. The dilemma of (4) boundaries and friendship in
this close working relationship was highlighted in reference to
protecting the person with disability’s privacy, whilst still main-
taining a trusting relationship. Accordingly, friendship between the
person with disability and their support workers was discussed as
both a facilitating and restricting factor when providing support.

Insights into what facilitates a good relationship between the
person with disability and the DSW were also extracted from the
data. PWD said that being open and flexible with DSWs [73] fos-
ters a good relationship, and that DSWs need to have strong
communication skills and show engagement with an open mind
for the needs of the person with disability [35]. DSWs highlighted
the importance of receiving positive feedback from the person
with disability [63], and close others recognised mutual respect
between the DSW and the person with disability as key to the
relationship [62].

Personal chemistry. Central to forming a good relationship
was the personal chemistry between the person with disability
and their DSW. Across six studies, PWD [68,69,74], close others
[62] and DSWs [61,63] highlighted the importance of personal
chemistry for the support relationship. Expressed in identical terms
in Wadensten & Ahlstrom’s papers [61-63,74], personal chemistry
encompasses having shared interests [61,63,68,69,74], generally
“getting on” [61,62,68] and being able to relate to one
another [68].

Knowing the individual. From the ideas expressed by PWD
[34,63,66-68,72] and close others [62,67], knowing the individual
was inferred as a critical factor in providing quality support.
Consistent with the individualised support theme described above,
findings reported from the perspective of PWD and close others
indicated that familiarity reduces the burden of repeatedly
instructing their support worker and enables the DSW to be
responsive to their needs [64,67-69]. Additionally, from the per-
spective of family members, the person with disability knowing
their support worker well provided a feeling of security [62]. PWD
[35,64,68,69] and close others [62,67] appreciated that it takes
time to get to know the individual and build the relationship,
hence continuity in support (discussed further in the final key
theme) was highlighted as critical in relation to knowing
the individual.

Trust. Trust was reported as a key contributor to a good rela-
tionship between the DSW and the person with disability, as
reflected in findings from each of the three participant groups.
PWD [73,74] referred to trusting their DSW with private matters
eg. "What | tell them stays with them; it doesn't get passed
around. And it's good if you can have trust in that way...” [74]
and trusting them not to “talk rubbish” [73]. This trust built over
time and came from knowing the individual well [68,73,74].
Informal supports (close others) [70] also identified being trust-
worthy as a “core component” of quality support. However, in
order to create a trusting relationship, findings from the paid sup-
port perspective imply that the balance between boundaries and
friendship is critical [61].

Boundaries and friendship. While the importance of a close
relationship was evident across most reviewed studies, setting
boundaries in the relationship was also stressed by PWD
[64,65,68,73,74] and DSWs [61,63]. Boundaries were characterised
in the author reported findings and participant quotes by
“distance”, the extent of “personal closeness”, and “friendship”
[61,63,68,73,74]. The nature of the boundaries deemed necessary



varied by participant and across the different perspectives. Whilst
some participants with disability [35,65,68] and close others [62]
preferred friendship-like relationships, others expressed a prefer-
ence for business-like relationships [65,68], further highlighting
the importance of individualised support. Accordingly, DSWs high-
lighted the dilemma they face in setting boundaries and distin-
guishing the working relationship from personal
friendship [61,63].

Two studies referred to the impact of a lack of boundaries on
support work. One DSW [61] suggested that crossing boundaries
can lead to “an implicit demand to work overtime”. However,
another DSW in the same study [61] said that being “totally open”
can be positive as “you can almost feel the other person’s feel-
ings”. Correspondingly, in the work of Braaf et al. [65], a partici-
pant with disability expressed that for him, “it works” to be close
to his support worker as they become “permanently part of your
life”. Thus, balancing the professional and the personal in the rela-
tionship according to individual preferences appears fundamental
to quality support.

Boundaries were also discussed in other contexts, for example
PWD talked about boundaries in reference to protecting their
“private sphere”, as it can be difficult for people who require high
levels of support to maintain a private life [73,74]. Additionally,
Wadensten and Ahlstom spoke of setting boundaries on the sup-
port worker’s tasks so the person with disability still has a chance
to use their own capacity [73].

Accessing consistent support

The final theme, accessing consistent support, was identified as an
essential precursor to quality support within 12 of the reviewed
papers. This theme incorpates 3 subthemes: (1) continuity of sup-
port, (2) funding and (3) availability of support.

Continuity of support. Underpinning many of the factors
determining the quality of support was continuity of support. This
subtheme pertained to factors within the individualised support
and relationship themes. Continuity of support was noted as
important by PWD, close others and DSWs for developing famil-
iarity [35,64,68,69,75], building trusting relationships and setting
boundaries [62,64,68,74]. A lack of continuity of support was
reported to cause stress and anxiety for PWD [65,68,73,74] and
their close others [62,68] due to associated difficulties with
recruiting new support workers and rebuilding the relationship.
When discussing the difficulties with recruiting new support work-
ers, PWD in Wadensten and Ahlstrom’s [73] study emphasised the
importance of being tolerant and flexible to make the new sup-
port relationship work. Further, the issue of inconsistent support
was exacerbated in rural and remote locations due to high staff
turnover [71]. This issue is further discussed in the availability of
support subtheme.

Funding. Continuity of quality support could not be achieved
without sufficient funding, as highlighted by PWD [35,64,65,67,68],
close others [68] and service providers [66]. Both PWD [65] and
service providers [66] reported that compensable participants
were more likely to access adequate support. A lack of sufficient
funding caused PWD anxiety about future support needs [35,65],
especially those who were non-compensable and reliant on fluc-
tuating local authority budgets [66]. PWD also highlighted that
funding can determine the amount and type of support they can
access, which does not always match their own priorities [64]. In
line with this, personal budgets and direct payments were consid-
ered critical for achieving personalised support by participants in
Gridley et al.'s [68] study. The impact of limited funding on the
ability of service providers to engage support staff with
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specialised skills [66] was also highlighted as resulting in less
availability of quality support for PWD.

Availability of support. Availability of support, as previously
mentioned, was impacted by funding for service providers [66]
and by geographical location [64,71]. Mitsch et al. [71] investi-
gated the brain injury rehabilitation services for people living in
rural and remote areas in Australia from the perspective of service
providers, service users and family members. The findings
revealed that fewer specialised ABI support services were available
for those living in more remote and rural areas. This problem was
due to difficulties recruiting staff with the knowledge and skill
required to work with people with complex needs.
Correspondingly, a participant with disability in Braaf et al.'s [65]
study highlighted the difficulty she had in “finding an extra carer”
because of where she lived. Recruitment issues were also noted
by close others from a county in central Sweden [62] suggesting
this problem is not exclusive to rural and remote areas.

Expert consultation

The overarching message from the expert’s review of the findings
was that all of the themes were important, and in his opinion, the
review presents an accurate reflection of the disability support
work experience for PWD. Critically, the expert stressed the key to
quality support was the person with disability having choice and
control, and the DSW seeing their client as a person first. The
expert explained that “duty of care” within support work can
undermine choice and control, as it can be interpreted as the
responsibility of the DSW to ensure their client is safe according
to their own opinion, as opposed to the person’s wishes. The
expert also discussed the relationship theme and agreed that it is
difficult to achieve the balance between the professional and
social relationship. In his experience, vigiliance, openness and
honesty on both sides are essential to maintaining a successful
relationship.

The expert also described factors not directly captured in the
review. He considered accountability of the DSW as an important
aspect in ensuring best practice and quality service provision. This
implies the need for an external mechanism to hold DSWs
accountable, pointing to the wider system in which the DSW role
lies. Further, with regards to the competency theme, the expert
said that with student placements, the person with disability is
typically not recognised as a trainer. Instead the student’s super-
visor is often viewed as the expert which can result in the person
with disability having less choice and control over their support,
because the student places more importance on the instructions
and opinion of the supervisor. Similarly, the expert explained that
PWD are not respected as credible referees for DSWs by agencies
or government in Australia. This recognition is critical with direct
employment arrangements, and as the expert highlighted, the
person with disability is often best placed to assess the value,
ability, attitude and professional standards of the DSW. Finally, he
pointed out how in the context of hiring DSWs via a service pro-
vider or agency, agency policy and in turn the support provided
by the DSW can be influenced by the ideology of the organisa-
tion. For example, if the agency is faith based, prohibitory policies
can impact the choice and control of the person with disability,
especially regarding sexuality support. These points highlight the
broader systemic context that the client-DSW relationship oper-
ates within, indicating there are more players (e.g. supervisors,
agencies, government) influencing the relational space than the
literature has identified.
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Discussion

This scoping review was conducted to explore literature reporting
on factors that influence the quality of paid disability support for
people with acquired neurological disability and complex needs.
In undertaking this review, we identified that little research had
been conducted to directly investigate this topic. Despite the pau-
city of literature, we identified 16 studies with varying aims that
shed light on the issue. All 16 studies used qualitative method-
ology and reported relevant data that could be extracted and
analysed. While some of these factors have appeared in previous
studies exploring the experience of paid disability support, the
thematic synthesis of this data provides insights into the features
of paid disability support that are valued by people with acquired
neurological disability, close others and DSWs. The identified fac-
tors were (1) choice and control, (2) individualised support, (3)
DSW quialities, (4) DSW competence, (5) the relationship between
PWD and DSW, and (6) accessing consistent support. Although a
comprehensive model of the quality of support cannot be
inferred from the findings of the scoping review alone, the
themes that emerged offer insights into the multifactorial nature
of quality support as discussed below.

Individual needs and preferences, as well as the right to
choose and have control over one’s own life, are the foundation
of internationally endorsed principles on the rights of PWD
[5,6,80], and the core values of personalised budget schemes
[1,2,79], including Australia’s newly introduced NDIS [11]. The find-
ings of the scoping review revealed two themes consistent with
these policies: (1) choice and control and (2) individualised sup-
port, both of which were highly endorsed by the person with
lived expertise who reviewed the findings. The features of choice
and control valued by PWD, close others and DSWs in the
reviewed studies mirror the principles of individualised funding,
which in theory enable people to exercise choice and control
over their supports [4,36,81]. In line with the person-centred
themes identified in the reviewed studies, there is evidence to
suggest the shift towards individualised funding has necessitated
a more person-centred focus in support work [29,38,82-84],
requiring support workers to be responsive to the needs of the
individual [39].

Quality support relies on a high quality workforce, yet trad-
itionally the DSW role has little or no training or qualification
requirements [12,21,31,32,85]; indeed in practice requisite compe-
tencies and qualities are largely defined by job descriptions auth-
ored by service providers [86]. Further, new individualised funding
models enable people to directly hire DSWs who they consider
suitable to their needs and preferences, but with that comes the
employment responsibilities as well as the task of recruiting, hir-
ing and managing the performance of DSWs [50,87]. Thus, it is
critical to understand the qualities PWD value in DSWs but the
evidence is limited, particularly within acquired disability research.
In line with intellectual disability literature [88,89] and findings
from research investigating the impact of personalisation in the
disability sector in the UK [50,83], two reviewed articles indicated
the DSWs personality or attitude can be more important than
prior training [68] or competencies [67]. Numerous personal
attributes were highly valued in DSWs (e.g. relationship building
traits, being open to change), but “having the right attitude” was
the overarching sentiment. However, there is uncertainty in the
literature about whether “soft skills” can be effectively trained
[38]. Thus, it is important to define the desired personal character-
istics of DSWs in order to attract the appropriate workforce and
reduce high staff turnover [12].

Knowledge, training, experience and skill-set were identified as
key features of quality support in 12 of the reviewed studies.
Although unsurprising, these factors are critical to mention given
the ongoing concerns around the competencies of the disability
workforce and the risk of quality control and limited opportunities
for training with the shift to individualised funding models
[36,38,85]. Evidence suggests that the skills required by DSWs
have expanded, in that they need to be more multi-faceted with
knowledge across health, housing, leisure and employment, as
well as having stronger communication skills to support people
to exert choice and control [50,83,85,91]. Although empirical evi-
dence on the impact of the NDIS in Australia is limited thus far, a
recent study by Moskos and Isherwood [38] showed that with the
introduction of the NDIS, DSWs need to be highly skilled and flex-
ible, with the ability to tailor supports and be responsive to needs
in order to provide person-centred support. This finding is in line
with the preferences expressed in the reviewed articles, although
no articles explicitly pointed to the broader range of knowledge
required within individualised funding schemes. Training modules
could be informed by the findings from this review in corrobor-
ation of the findings arising from the aforementioned research.
However, there are challenges to the provision of disability train-
ing due to funding constraints within individualised models
[28,38], and uncertainty about where the responsibility of training
lies (e.g. with the client, the DSW, service provider or the online
platform by which the people access DSWs) [50]. Additionally,
there is a need for research designed to better understand
whether the DSW attributes and competencies valued by PWD,
close others and DSWs predict better outcomes for PWD, and
which of these can be learned and which may be inherent within
an individual.

Despite the importance of the DSW-client relationship on the
quality of support, as highlighted by 12 of the reviewed studies
and a recent review of long-term care relationships [16], there has
been limited primary research focused on the support relationship
for adults with acquired neurological disability [42-45,47,48].
There is literature on the patient-professional relationship
[98,90,93,97], but the DSW-client relationship is distinct as it is
often a relationship that builds over an extended time period,
and can be critical to the person exercising choice and control
every day. Early research [47] depicted the diversity of support
relationships in that they can be business-like, friendship-like or
more paternal, and the nature of the relationship can determine if
the working relationship is productive. Establishing boundaries is
widely accepted as fundamental to facilitate the working relation-
ship in support settings, and is often a focus of organisational
policies [7]. However, this review demonstrates that while some
people prefer more stringent boundaries, others prefer closer
more personal relationships. Accordingly, the expert consulted
recognised the difficulty in striking the balance. These findings
further pertain to the notion of individualised support and the
importance of the DSW knowing the individual and their
preferences.

Central to the success of the support relationship is the mutu-
ality between the person with disability and their support worker.
Personal chemistry, knowing the individual and trust were identi-
fied as key facilitators of a quality support relationship. Consistent
with the findings of this review, recent research on broader popu-
lations who require long-term support [16,95,96] and our expert
consultation, suggests that the quality of the relationship is deter-
mined by the professional’s attitude and openness, the client’s
openness and flexibility, and also the DSW-client interaction e.g.
having time to get to know one another and build trust, and



having mutual respect. Additionally, as highlighted by our expert
consultant, it is important to consider the position of the DSW-cli-
ent relationship within the wider systemic context with organisa-
tional, government and local policies, as well as other individuals
(e.g. supervisors, family members) playing a role. Thus, future
research considering the broader relational context is required to
understand how to optimise the support relationship.

Without access to an adequate level of consistent supports,
the aforementioned themes are redundant, thus the theme
accessing consistent support was identified as a precursor to qual-
ity support. As evidenced in the findings of 12 of the reviewed
papers, accessing consistent supports can be a challenge for
PWD, despite it being necessary in order for people to exercise
their rights of choice and control [5,10]. A preference for continu-
ity of support was described by all three participant groups, as it
enables better quality relationships and more individualised sup-
port. It also reduces the burden of recruiting and directing new
DSWs for the person with disability, which has been shown to
deter individuals from pursuing the option of direct employment
[87,97]. However, the factors that are considered important to
experiencing continuity of support have been shown to be vari-
able between stakeholders, with clients putting more emphasis
on service delivery and service providers focusing on the manage-
ment and coordination of support [98], thus there is a need for
up-to-date research to understand this concept fully. Further, find-
ings from this review stressed availability of support and funding
as key to accessing support, corresponding with evidence from
access to healthcare and therapy services literature [99,100]. It has
been argued that individualised funding has improved the avail-
ability of qualified DSW in Australia, but this is dependent on
remuneration and support from service providers [36]. Lower pay
has been shown to lead to difficulty recruiting and retaining
DSWs [29,30], thus the impact of remuneration on quality of sup-
port requires further investigation as this could potentially disad-
vantage individuals in lower socio-economic groups or those with
smaller funding packages who do not have the means to pay
DSWs at higher rates.

Theoretically, individualised funding models enable choice and
control, but there is recent evidence demonstrating self-managed
funding arrangements can compound inequities between people
with different types of disabilities and socio-demographic back-
grounds [101,102]. Due to the lack of specialist disability services
in rural and remote communities, this review provides evidence
that geographical location can limit access to support for PWD, in
line with previous research [103], as well as concerns raised by
the Productivity Commission [12] in Australia with the introduc-
tion of the NDIS. Further to this, previous research has shown
that people with neurological impairments, mental health prob-
lems, complex needs, with limited support to manage the afore-
mentioned increase in administrative and financial obligations,
can be disadvantaged in accessing adequate funding and sup-
ports [87,97,102]. Additionally, Mavromaras et al.’s [28] evaluation
of the NDIS found that people with “intellectual disability and/or
complex needs; from CALD [culturally and linguistically diverse
background] communities; those experiencing mental health, sub-
stance abuse, or forensic issues; and older carers who were
socially isolated and had their own health issues” were less likely
to receive adequate supports than others with similar needs. It is
likely this is at least in part, due to the complexity of the add-
itional administration burden in individualised funding schemes,
meaning individuals with better insights or support to navigate
the system may derive better outcomes [102]. In terms of funding,
findings from the current review revealed compensable
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participants were more likely to receive adequate supports.
However, it is important to note the studies were conducted
across varying funding schemes, and some in Australia were prior
to the NDIS. Additionally, it was also stressed that individualised
funding schemes are essential for achieving personalised support.
Reviewing the current evidence in line with previous research, it
appears that people’s circumstances can enable or constrain their
access to supports [101,102] thus, within Australia and inter-
nationally, inequities within the population of PWD must be con-
sidered when contemplating the factors that influence the quality
of support.

Limitations

Though this review offers new knowledge and understanding
about the factors that influence the quality of paid disability sup-
port, the evidence base does not sufficiently inform the develop-
ment of a model of quality disability support. All of the reviewed
papers presented relevant data but only three of the identified
studies aimed to understand the determinants of the quality of
disability support explicitly. Additionally, six of the studies
included broader populations than the population of interest
meaning some of the extracted data could be in reference to
another population with distinct support needs. Potential for
overgeneralisation of the results from other disability types was
minimised by only extracting data from studies where >30% of
the population were eligible or when the data or author reported
finding referenced the eligible population. This lack of specificity
within the literature highlights the need for research directly ask-
ing people with acquired neurological disability about the factors
that influence the quality of paid support. In line with the over-
generalisation concern, the reviewed set of studies included five
studies by the same authors [61-63,73,74] on seemingly the same
cohort of participants with disability but from multiple perspec-
tives, impacting the generalisability of the concepts identified
across these papers. Some articles were excluded because it was
difficult to establish the type of support (paid or unpaid) the
authors were referring to with terms such as “carer”, thus add-
itional data could be available that this review did not capture.
Finally, as the focus of this review was to explore the breadth of
the available evidence around quality of support, a critical
appraisal was not conducted, meaning the weighting of the
results, and therefore the importance of the factors that influence
the quality of support, cannot be determined from this review.

Implications and future directions

Drawing upon the findings of this scoping review, it appears the
quality of support is determined by a complex mix of interrelated
factors, with choice and control emerging as the key determinants.
The factors identified are consistent with internationally endorsed
values on the rights of PWD, policy ideals and individualised fund-
ing principles, and were highly validated by an expert with lived
experience. Further research is required to better understand how
to make the human rights legislation, funding principles and poli-
cies a day to day reality for PWD and close others. In particular,
focus on the real-world constraints preventing the realisation of
individualised funding principles in practice is needed. Due to the
heterogeneity of the factors, to improve the quality of support for
people with acquired neurological disability, it is critical for PWD,
DSWs and service providers to understand the determinants of
quality support, as each have a part to play. Although there is a
paucity of information around the weighting of the factors and
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how they intersect, the findings of this review can inform training
for DSWs and provide input to quality improvement initiatives for
disability support work. This review can also facilitate the work of
DSWs and service providers by providing guidance to improve
their working practices, and in turn their overall performance.
Accordingly, providing evidence-based insights to PWD can
empower individuals to make more informed decisions when
choosing and managing DSWs, and monitoring the quality of sup-
port. The aforementioned co-design workshops will be important
in complementing the review findings, to further inform the
development of resources and training in order to ensure PWD
receive high quality support.

Future research will serve to clarify important questions that
have emerged from this review, specifically (1) how does individu-
alised funding impact the provision and receipt of support and
support relationships, (2) what other systemic factors have not
been captured in this review, (3) how do the factors interact with
one another, (4) are these factors of significant relevance to the
acquired disability population, or more broadly, (5) do the speci-
fied DSW attributes and competencies predict better outcomes
for PWD, and (6) how do real-world constraints (e.g. the afore-
mentioned disability workforce issues) act as barriers to realising
the factors identified in this review. With this evidence base, it is
hoped the priorities for quality improvement will be better under-
stood, and in turn accelerate the improvement of paid disability
support for PWD.
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