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ABSTRACT

Governments are obligated to safeguard social inclusion for dis-
abled people through user-led personal assistance (PA) under
Article 19 of the United Nations Convention on the Rights of

KEYWORDS
Persons with Disabilities (UNCRPD). This scoping review was car-

Personal assistance;

ried out to map and explore current knowledge on how govern-
ments internationally have managed PA schemes in response to
the UNCRPD. The review examined 99 documents, and catego-
rised the literature into the following themes; legislation, funding,
model of service provision, governance and regulation, and the

independent living;
disability policy; scoping
review; UN Convention on
the Rights of Persons with
Disabilities

COVID-19 pandemic response. We include recommendations to
co-design legislation and quality improvement policies to ensure
that PA schemes are underpinned by a social model of disability
mindset. Further research needs to be undertaken to guarantee
that policymakers include the voice of PA users in the manage-
ment of PA schemes.

Points of interest

«  Thisarticle looked at 99 documents to find out how governments are man-
aging personal assistance (PA). It found out that governments can often
decide to spend less money on a PA scheme rather than protect our rights.

+  To overcome this problem the documents recommended that legislation
for PA schemes must be designed with disabled people. Governments must
redirect their money from institutional services to community-based services.
Eligibility criteria to control access and the costs of PA should be removed.

«  This paper suggests that we need to have the voice of the PA user to direct
the design and delivery of PA schemes.
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Introduction

This article explores how governments have managed personal assistance (PA)
schemes following the adoption of the United Nations Convention on the Rights
of Persons with Disabilities (UNCRPD). This research is informed by the social model
of disability, in which the implicit assumption is that the environment, economic,
and cultural barriers result in a disability, not a persons impairment (Barnes 2007).
The purpose of a PA scheme is to support a person to have choice and control over
their lives and overcome such barriers (Dejong and Lifchez 1983).

Due to the context-specific variation between countries, different models of PA
schemes have emerged and can be broadly categorised into two categories. First,
a provider-led model, where the provider has the most choice and control over
the service. The second category is a user-led model and aligns with the indepen-
dent living philosophy. It is delivered with an individualised budget or direct pay-
ment and can be categorised into three sub-categories. Category one, a person
manages the service and undertakes all administration duties and responsibilities.
Category two, is when an agency manages the administration of the service, but
PA users have control over scheduling decisions. Category three, a co-op model,
in which the agency is run by people who also use the service (Askheim 2005). In
the 1970s in America, the independent living movement emerged, and since then,
it has transcended internationally advocating for disabled peoples’ rights to live
independently (Dejong 1979). The work of this movement is supported by Article
19 of the UNCRPD which emphasises a person’s right to PA to facilitate their inde-
pendent living and inclusion in society (United Nations 2006).

The main question of this review is; how have governments managed PA schemes
in response to the UNCRPD? The results were categorised into five themes, legisla-
tion, funding, the model of service provision, governance and regulation, and the
COVID-19 pandemic response. The remainder of the article will discuss the meth-
odological approach taken to scope the literature and address the research ques-
tion. The findings are then presented in the results section, which is followed by a
discussion of results and implications for policy, practice, and research.

Methods

This paper uses a scoping review methodology to explore how governments have
responded to the UNCRPD to provide a means to synthesise a range of literature on
the topic of PA schemes, to evaluate the need for further research and reviews, and
subsequently disseminate research findings (Arksey and O’'Malley 2005). Scoping
reviews are not exhaustive, nor do they evaluate the quality of the research. Instead,
they provide broad coverage of the topic to map the landscape of existing research
and do not exclude literature based on study types (Levac, Colquhoun, and O’Brien
2010; Peters et al. 2017). This study design was chosen as it is flexible enough to map
heterogenic literature within broad research areas to identify critical factors relating
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to the topic (Peters et al. 2015; Tricco et al. 2018; Munn et al. 2018). This study follows
a methodological framework devised specifically for scoping reviews (Arksey and
O’Malley 2005; Levac, Colquhoun, and O’Brien 2010).

Stage 1: identification of the research question

This study requires flexibility as there are inconsistencies in how PA is defined and
understood in different countries. To scope the relevant literature, the authors
have developed the following working definition of PA; a social service, not bound
to a particular setting such as the home, place of work or education, that has the
option of an individual budget to facilitate a person to undertake activities of daily
living. The main question of this review is; how have governments managed PA
schemes in response to the UNCRPD?

Stage 2: identifying relevant studies

The search strategy aimed to discover academic and grey literature, along with
expert opinion. Firstly, a draft search of two databases was undertaken (Tricco et al.
2018; Peters et al. 2017). A pilot search of CINAHL and MEDLINE was conducted on
26 March 2019 using the terms, ‘personal assistance’ AND ‘government’ OR‘Quality
AND (outcomes OR indicators)’ This pilot search revealed limited literature on the
topic. Thus, a broader search strategy was designed to locate all relevant literature
and avoid missing relevant studies (Arksey and O’Malley 2005). A broad search
string of ‘(personal assistan®* OR PAS) AND (disability or disabilities or disabled or
impairment or impaired or special or special needs or special education) OR (intel-
lectual disability or learning disability or developmental disability or learning dis-
abilities) OR (physical disability or disabled or mobility impairment). The search for
academic literature was performed using the following databases: SCOPUS, CINAHL,
and MEDLINE. The grey literature search included the databases; BASE,
WorldWideScience, and Google using the search string ‘personal assistan* service’
AND disability’ This search also included the websites of international organisa-
tions; European Network on Independent Living (ENIL), the Academic Network of
European Disability Experts (ANED), and the Independent Living Institute (ILI). The
searches were initially performed in April 2019 and again in July 2020, to include
literature published since the COVID-19 pandemic. Finally, the reference lists of the
documents selected for inclusion were screened for additional relevant documents.

Stage 3: study selection

As expected, the broad search strategy generated a large number of references
(2923) which inevitably included irrelevant studies. Firstly the duplicates were
removed, and the remaining 2563 references were grouped in Endnote by rele-
vance and subject matter and screened for suitability by reading their title and
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Figure 1. Preferred reporting items for systematic reviews and meta-analyses flow diagram.

abstract (King, Hooper, and Wood 2011). Following this, the references were
selected based on the following inclusion criteria; literature relating to people
aged between 18 and 65, in English, and published after the UNCRPD was adopted
by the United Nations and open for signatures in 2007 (Department of Economic
and Social Affairs n.d.). Any literature that did not examine the scheme from the
viewpoint of the social model of disability were excluded. Also excluded were
services that were limited to educational, workplace, or home settings. No docu-
ments were excluded based on its country of origin or type of sources. Any text
or opinion-based evidence included was the opinion of an expert in the area of PA.

After the 2563 articles were screened using the inclusion criteria, 405 documents
were included. The full text was retrieved and screened for each document. After
this full text screen, 99 studies were included, and their analysis was reviewed inde-
pendently by two reviewers. Any disagreements between reviewers were resolved
by discussion until consensus was reached. Please see the PRISMA-ScR flow diagram
for an overview of this process (see Figure 1).

Stage 4: charting the data

The literature was charted in a uniform approach to obtain key issues and themes
(Arksey and O’Malley 2005). The data extracted included specific details about the
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finding's significant to the review question. To ensure the results were reported
consistently, the following headings were used to chart the literature; author/s,
year of publication, country of origin, and legislation, funding, the model of service
provision, governance and regulation, and COVID-19 response. These headings
were created after an initial familiarisation with the 99 studies and reviewed in
light of the updated search in July 2020. The final versions of the charting forms
are included in Appendices | and II.

Stage 5: collating, summarising, and reporting the results

The results are presented in this article with a numerical summary and narrative
description of the included studies. Descriptive thematic analysis was undertaken
to identify potential factors related to government management of PA (Levac,
Colquhoun, and O’Brien 2010). The literature was collated, and a table was devel-
oped to provide a summary of how governments are delivering PA schemes in
each country (see Table 1). The results are reported, in the next section, according
to the themes identified during the analysis of the literature. Finally, the discussion
section considers the implications of these results for policy, practice, and research
(Levac, Colquhoun, and O’Brien 2010).

Results

The literature found through the scoping review includes; academic papers (n=21)
and grey literature (n=78) which spans 40 countries. A table detailing the charac-
teristics and the main findings of each study are included in Appendices | and Il.
The academic literature focused on various countries, 12 papers focused on
Scandinavia, three papers examined PA schemes in America, one paper explored
the schemes in Switzerland, Germany, the UK, and Sweden, finally, there was a
paper apiece for the UK, Bulgaria, and Korea. The grey literature included 26 coun-
try surveys which were administered by ENIL and completed by experts on PA
schemes. Also included are ANED reports which evaluate the compliance of 35
countries to Article 19 of the UNCRPD. The literature was analysed thematically to
answer the review questions and was categorised under the following themes;
legislation, funding, the model of service provision, governance and regulation,
and COVID-19 pandemic response (see Appendices | and Il).

Legislation

The topic of legislation to ensure a right to PA, and to remove inequalities created
by the regional variation is particularly evident in the literature (ENIL 2015, 1;
Christensen, Guldvik, and Larsson 2014; Brennan et al. 2018; Mladenov 2020, 2017).
The legislation framework can be either part of an existing social services act or
an independent statutory piece of legislation (Askheim 2008). A legal framework
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Table 1. The factors highlighted in the ENIL surveys and ANED country reports that influence the
government’s management of PA.

Factor Country Reference
Legislation
PA within a legal framework Bulgaria Panayotova 2015
Denmark Langvad 2015
Estonia Siilsalu 2015
Germany Bolling 2013
Finland Katsui et al. 2019
France Bozec 2015
Iceland Rice and Traustadéttir 2019
Italy Voudouri and Gasparini 2015
Latvia Caunitis 2015
Montenegro Koprivica 2019
Norway Brandvik 2015
Slovakia Duracinska 2013
Slovenia Zavirsek 2019
Spain Arroyo Méndez 2015
Sweden Dahl and Bolling 2015
Switzerland Wehrli 2015
United Kingdom Bott and Jolly 2015
No legal framework for PA schemes Austria Flieger and Naue 2019
Belarus Bronitskaya 2015
Bosnia and Herzegovina ~ ENIL 2013
Croatia Ziljak 2019

Cyprus Michaelides 2015
Georgia Petridisi 2015
Greece Katsigianni 2015
Ireland Naughton 2013
Liechtenstein Hornich 2019
Lithuania Ruskus and Gudavicius 2019
Luxembourg Limbach-Reich 2019
Macedonia Shavreski 2015
Malta Bezzina 2019
Netherlands Smits 2015
Poland Krél 2019
Romania Totoliciu and Johari 2019
San-Marino Tomassoni 2015
Serbia Ruzicic Novkovic 2013
Turkey Yalcin 2019

Countries with no reference to PA legislation ~ Czech Republic Sitka 2019

in the literature Hungary Gyulavari, Gazsi, and Matolcsi 2019
Portugal Campos Pinto and Kuznetsova 2019
Funding - direct payment
Countries with direct payments Croatia Ziljak 2019
Sweden Dahl and Bolling 2015
France Bozec 2015
Germany Bolling 2013
Netherlands Smits 2015
Norway Brandvik 2015
Slovakia Duracinska 2013
Spain Arroyo Méndez 2015
Sweden Dahl and Bolling 2015
Switzerland Wehrli 2015
United Kingdom Bott and Jolly 2015
Direct payments on a limited basis Belgium/Flanders Van Damme 2015
Estonia Siilsalu 2015
Ireland Naughton 2013
Italy Voudouri and Gasparini 2015
Latvia Caunitis 2015
Romania Totoliciu and Johari 2019
Direct payments do not exist Bosnia and Herzegovina ~ ENIL 2013
Bulgaria Panayotova 2015
Cyprus Michaelides 2015
Czech Republic Siska 2019
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Georgia Petridisi 2015
Greece Katsigianni 2015
Lithuania Ruskus and Gudavicius 2019
Luxembourg Limbach-Reich 2019
Macedonia Shavreski 2015
San-Marino Tomassoni 2015
Serbia Ruzicic Novkovic 2013
Slovenia Jeseni¢nik 2015
Turkey Yalcin 2019
No reference to direct payments Belarus Bronitskaya 2015
Finland Katsui et al. 2019
Hungary Gyulavari, Gazsi, and Matolcsi 2019
Iceland Haraldsdottir 2013
Liechtenstein Hornich 2019
Malta Bezzina 2019
Montenegro Koprivica 2019
Poland Krél 2019
Portugal Campos Pinto and Kuznetsova 2019

Model of service provision

Countries that gave a choice of service

Belgium/Flanders

Van Damme 2015

provider

Belgium/Wallonia Corinne 2015
Denmark Langvad 2015
France Bozec 2015
Germany Bolling 2013
Latvia Caunitis 2015
Netherlands Smits 2015
Spain Arroyo Méndez 2015
Sweden Dahl and Bolling 2015
Switzerland Wehrli 2015
United Kingdom Bott and Jolly 2015

Countries that did not give a choice Belarus Bronitskaya 2015
Bosnia and Herzegovina ~ ENIL 2013
Estonia Siilsalu 2015

Eligibility criteria

Age Belgium/Flanders Van Damme 2015
Denmark Langvad 2015
Ireland Naughton 2013
Italy Voudouri and Gasparini 2015
Norway Brandvik 2015
Serbia Ruzicic Novkovic 2013
Slovakia Duracinska 2013
Slovenia Jesenic¢nik 2015
Sweden Dahl and Bolling 2015
Switzerland Wehrli 2015

Type of disability France Bozec 2015
Italy Voudouri and Gasparini 2015
Serbia Ruzicic Novkovic 2013
Slovenia Jesenicnik 2015
Sweden Dahl and Bolling 2015
Switzerland Wehrli 2015

Severity of disability Bulgaria Panayotova 2015
Netherlands Smits 2015
Norway Brandvik 2015
Slovenia Jesenic¢nik 2015
Spain Arroyo Méndez 2015

Means tested Belgium/Wallonia Corinne 2015
France Bozec 2015
Germany Bolling 2013
Italy Voudouri and Gasparini 2015
Netherlands Smits 2015
Norway Brandvik 2015
Spain Arroyo Méndez 2015

United Kingdom

Bott and Jolly 2015
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for PA schemes existed in 18 countries, 19 countries do not have a legal framework,
and the reports for three countries had no data on this topic (see Table 1).

It was identified from the literature that strong laws and policies are not enough
to protect a person’s right to live independently (Brennan et al. 2016, 2018). The
literature provided two cases where the legislation did not protect PA users right
to live independently. Firstly, in Iceland, Norway, and Sweden the governments
developed cost-containment strategies by placing strict limitations on the eligi-
bility criteria, this resulted in limited or reduced services for PA users (Gynnerstedt
and Bengtsson 2016; Rauch, Olin, and Dunér 2018; von Granitz et al. 2017; Brennan
et al. 2017). Secondly, in Sweden, court rulings and recent changes to the PA
scheme have forced people to apply to their local authority, leaving them vulner-
able and dependent on the local level interpretation of policies and laws
(Gynnerstedt and Bengtsson 2016; von Granitz et al. 2017; Brennan et al. 2017;
Rauch, Olin, and Dunér 2018).This is particularly problematic as some local author-
ities are resistant to implement the legislation or to make the changes needed
within the system as‘bureaucrats are afraid to lose power’ (Brennan et al. 2018, 25;
Gynnerstedt and Bengtsson 2016). Therefore, to protect people from local level
variation and‘postcode lottery’ there have been calls for a universal right to inde-
pendent living where supports, such as PA, would be delivered through a central
national service rather than local governments (Graby and Homayoun 2019).

Government funding

The cost controlling and cost-cutting efforts by governments is a recurring theme
in the literature and is seen as a significant barrier to a user-led service (Mladenov
2020). Denmark, Italy, Hungary, Netherlands, Sweden, and the UK have recently
decreased spending on PA (Bengtsson 2019; Brennan et al. 2018; ENIL 2015;
Gyulavari, Gazsi, and Matolcsi 2019). The Swedish government introduced cost
controlling strategies which have increased the number of people losing state-
funded PA.These strategies have resulted in an increase in rejected applications as
it is harder to get access to PA for first-time applicants with access to the scheme
being limited to those with the most need (Brennan et al. 2016; Gynnerstedt and
Bengtsson 2016; Rauch, Olin, and Dunér 2018). In the UK, the Independent Living
Fund (ILF), a source of cash payments for PA, has closed, resulting in a reduction in
the number of hours and overnight support for PA users (ENIL 2015). In addition
to the ILF funding cuts, local authorities in England are facing bankruptcy. As a
result, they have not increased the funding for direct payments to offset inflation
for 12years; consequently, personal assistants have not received a pay increase
(Graby and Homayoun 2019).

Variations exist in the amount a government spends on social services, and
political ideologies were highlighted as the reasons for these variations. For exam-
ple, Sweden is considered a social democratic state and spent seven times more
on social services than the UK a liberal regime (Tschanz 2018). Political ideologies
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can also influence the availability of direct payments for citizens, as exemplified
in the UK where the labour-led local authorities were hesitant to develop direct
payments, whilst the conservative local authorities were strong supporters (Leece
2007). Overall, direct payments are available in 10 of the 40 countries surveyed, in
seven countries they are available on a limited basis, they do not exist in 14 coun-
tries, and there was no reference to direct payments in nine countries (see Table 1).

Another consideration in the literature is the need for governments to provide
financial resources to support de-institutionalisation and community services, this
was implied in all reports and was most prominentin 14 country reports (Leyseele
2019; Kukova 2019; Mavrou and Liasidou 2019; Gyulavari, Gazsi, and Matolcsi 2019;
Griffo and Tarantino 2019; Podzina 2019; Ruskus and Gudavicius 2019; Koprivica
2019; Totoliciu and Johari 2019; Beker 2019; Ondrusova, Repkova, and Keselova
2019; Zavirsek 2019; Angel Verdugo and Jenaro 2019; Crowther 2019). Positive
redirection of funding to community services in Bulgaria, Croatia, Estonia, Greece,
and Latvia was supported by EU funds (Kukova 2019; Ziljak 2019; Pall and Leppik
2019; Strati 2019; Podzina 2019).

Insufficient funding for PA schemes results in inadequate and poor quality PA
schemes. In some cases, support is reduced to personal care only and at times, not
even enough support for essential care (Leyseele 2019; Mladenov 2017; Askheim
2008). The quality of the service is reduced as service providers must increase the
efficiencies of their organisations to reduce costs (Gynnerstedt and Bengtsson
2016). Additionally, when applicants are no longer eligible for supports they must
rely on informal care, other limited health and social care services or transition to
residential services (Rauch, Olin, and Dunér 2018; Askheim 2008; Gynnerstedt and
Bengtsson 2016; Mladenov 2017; ENIL 2015). This results in a person being denied
their right to live independently and a loss of their agency (Rauch, Olin, and Dunér
2018; Graby and Homayoun 2019).

The model of service provision

Governments have taken different strategies to design and deliver PA schemes
resulting in considerable variation in the models of service provision, ranging from
provider-led to user-led models. The review of the literature identified three sub-
themes related to the model of service provision.

The first theme is the use of eligibility criteria and needs assessments to control
access to a PA scheme, a persons’ eligibility is assessed with the following criteria;
age, type of disability, the severity of the disability, and means-tested (see Table 1).
The eligibility criteria can vary between regions, and this is a barrier to movement
between regions and results in the unequal distribution of PA support (von Granitz
etal. 2017; Gynnerstedt and Bengtsson 2016; Grossman 2018). Needs assessments
have been described as government control mechanisms which control the actions
of PA users by requiring them to comply with specific requirements in order to access
a PA scheme such as attending education or work (Grossman 2018; Mladenov 2017;
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Table 2. Cost ceilings of PA schemes.

Country Maximum of hours or budget allowed References
Belgium €45,000/year Van Damme 2015

Bulgaria 15-168 h/month Panayotova 2015

Denmark 24 h/day Langvad 2015

France 36 h/day Bozec 2015

Italy 10h/day Voudouri and Gasparini 2015
Latvia 40 h/week Caunitis 2015

Portugal 40h/week, €13,000/year Campos Pinto and Kuznetsova 2019
Slovakia 20h/day Duracinska 2013

Sweden 24 h/day Dahl and Bolling 2015

UK 24hday Bott and Jolly 2015

Christensen, Guldvik, and Larsson 2014). This implicit governing of people is facili-
tated by a lack of transparency in the needs assessment process, resulting in the
disempowerment of a person, and maintenance of the status quo (Mladenov 2017).
Therefore, it is essential for PA schemes to be transparent and for PA users to have
the option to appeal a rejected application (Gynnerstedt and Bengtsson 2016;
Mladenov 2020). Governments take a resource-led rather than a needs-led approach
to needs assessments (Mladenov 2017) and place a limit on the amount of hours or
budget a person can receive (see Table 2). In Sweden, the needs assessment process
has become more tightly controlled by government officials to reduce costs and
increase efficiencies (Gynnerstedt and Bengtsson 2016). The implication of needs
assessments is that they can increase waiting lists, particularly when the needs
assessments are resource-led rather than a needs-led (Leyseele 2019; Pall and Leppik
2019) and they can induce competition between users which can exclude people
with sensory, intellectual, or psycho-social impairments (Mladenov 2017).

Secondly, governments tend to decentralise control of the PA scheme to local
authorities to allow for the flexibility to deliver PA that is suitable for their regions
and citizens (Clevnert and Johansson 2007; Claypool and O’Malley 2008; Leece
2007; Stout, Hagglund, and Clark 2008; Grossman 2018; Brennan et al. 2017, 2018;
Askheim, Bengtsson, and Richter Bjelke 2014; Andersen, Hugemark, and Bjelke
2014).This flexibility creates variation between regions and prevents people from
easily moving between regions. This can disadvantage some disabled people as
local authorities have ultimate control over access to the service, and not all local
authorities provide PA schemes (Grossman 2018; Brennan et al. 2017; von Granitz
etal. 2017; Flieger and Naue 2019; Leyseele 2019; Pall and Leppik 2019; Griffo and
Tarantino 2019). Therefore, in the UK there are calls for a new independent living
service that would be a ‘nationally funded body’ independent from the local
authorities, with the aim of disabled people controlling the assessment process
and administration of support services. This national body would work in tangent
with local disabled people’s organisation (Graby and Homayoun 2019).

Finally, the literature focused on how governments provide PA users with a
choice of service providers. It can be seen in the ENIL (2015) surveys that, a choice
of service providers exist in 10 countries, there was no choice given to PA users in
three countries, and there was no data on this topic within the remaining reports
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(see Table 1). A choice of service providers is often dependent upon individual
local authorities (Griffo and Tarantino 2019; Tveit Sandvin and Bliksvaer 2019). In
Switzerland and Bulgaria, it is conditional on the PA user acting as an employer
(ENIL 2015). Another finding from the literature is that service providers tend to
market their services in different ways to attract different types of PA users
(Andersen, Hugemark, and Bjelke 2014). This is an interesting observation from
the literature as can be seen in Norway and Sweden that people do move when
they have the option. The current trend in these countries is to move from local
authority service providers towards, private companies and co-ops (Westberg
2010; Askheim 2008; Askheim et al. 2013). Overall in order for a PA scheme to
facilitate choice and control, it must be user-led and grounded in the social model
of disability. This means that, the user has a right to the support, they have choice
over their personal assistant and the times they work, the schemes facilitates move-
ment between regions and the needs assessment and the appeals procedure is
transparent (Mladenov 2020).

Governance and regulation

The governance and regulation of services is central to government management
of public services. The grey literature shows that some governments use regulators
to inspect and license public and private service providers (Andersen, Hugemark,
and Bjelke 2014; ENIL 2015; Centers for Medicare & Medicaid Services 2008; Westberg
2010). Co-ops also require regulation, as is the case in France, Italy, Netherlands,
Norway, and Sweden (ENIL 2015). In Sweden and America, regulation of service
providers is centralised and undertaken by national bodies, the Health and Social
Care Inspectorate (IVO) and the U.S. Centers for Medicare & Medicaid Services (CMS)
respectfully (Centers for Medicare & Medicaid Services 2008; Brennan et al. 2016). In
Norway and Austria, regulation is decentralised, and local authorities regulate the
service providers (Westberg 2010; Flieger and Naue 2019; Andersen, Hugemark, and
Bjelke 2014). In Austria and Bulgaria, the Ombudsman acts as a regulator, whereas
in Belgium, the service providers are regulated by an external regulator, the Flemish
Agency for Persons with Disabilities (VAPH) (Leyseele 2019; Kukova 2019; Flieger
and Naue 2019). As can be seen, there are various ways to regulate a service provider,
and there are diverse requirements for a license or permit (Ruzicic Novkovic 2013;
Andersen, Hugemark, and Bjelke 2014; Centers for Medicare & Medicaid Services
2008). A list of other governance and regulatory mechanisms was drawn from the
grey literature; independent inspectors, government inspectors, accreditation from
aregulatory body, quality management systems, regulations, standards, guidelines,
a quality committee within the organisation, complaint mechanisms, and a com-
plaints procedure to the Committee on the Rights of Persons with Disabilities
(Academic Network of Disability Experts 2019).

Managing the quality of the service was another focus of the literature. In Sweden,
quality management courses are provided, and all staff have a duty to monitor the
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quality of the service and report any severe failings that may affect PA users (Westberg
2010). Quality is assured in co-op’s as users are supervising their service, and because
the users are members of the co-op, they have direct influence over the decisions
made (Westberg 2010). The CMS in America requires that all states have a quality
management strategy, a quality assurance and a quality improvement plan.The plans
must include system performance measures, outcome measures and PA user satis-
faction measures (Claypool and O’Malley 2008; Centers for Medicare & Medicaid
Services 2008). The National Quality Forum highlighted many challenges when mea-
suring the quality of community services such as PA. They included; the lack of stan-
dardised measures, the lack of, or limited access to timely data, the added
administrative burden of data collection, the tension between standardised measures
for unique and individual services, the lack of a systematic approach to the collection
of data (National Quality Forum 2016). The literature detailed how organisations
themselves measure satisfaction with the services (Westberg 2010; Claypool and
O’Malley 2008). Fundamentally, the quality of the services can only be determined
by the PA user (Westberg 2010). Therefore user-led services were perceived to be
able to offer the highest form of satisfaction and quality monitoring because if the
user is unsatisfied, they have the autonomy to change the provider (Westberg 2010).

Government management of PA during the initial stages of the COVID-19
pandemic

The literature was searched in July 2020 to explore how governments managed PA
schemes during the initial stages of the COVID-19 pandemic. During the severe lock-
down period of the pandemic where people were asked to stay at home and only
leave for essential reasons, PA users support was either reduced or cancelled by the
government or service providers (Elder-Woodward 2020). In Glasgow, Scotland, 1883
people lost their service, in Spain and Belgium the service was cancelled in some
regions (Alice 2020; Elder-Woodward 2020; ENIL 2020b). Another reason for a reduc-
tion in support was that either personal assistants became sick or needed to quar-
antine. There were also reports of personal assistants not being able to travel to a PA
users house as they were unable to travel during this lockdown period as they were
not designated as a key worker, and therefore their work was not deemed essential
travel (ENIL 2020c). The implication of this is that PA users faced significant mental
and physical challenges (Elder-Woodward 2020) and they became more dependent
on family members (Alice 2020; Parrock 2020; Elder-Woodward 2020) particularly as
personal assistants are irreplaceable at short notice (Ossie 2020).

Personal Protective Equipment (PPE) for personal assistants was another topicin
the literature. As personal assistants were not designated as key workers they were
not entitled to PPE. In some cases, the disabled person needed to source the PPE for
their staff (Parrock 2020; Ossie 2020; ENIL 2020c). This was evident in Spain where
there was no specific reference to PA in the governments’ communications, and as
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aresult, there was no PPE made available for either disabled people or their assistants,
resulting in disabled people acquiring their own and for their assistants (ENIL 2020b).

The pandemicincreased the financial challenges faced by service providers who
were already in a weak financial position due to previous funding cuts (ENIL 2020a).
Financial support was put forward at the European level, from the European Social
Fund and the Fund for European Aid to the Most Deprived, to support disabled
people during the pandemic (Parrock 2020). In the UK, a positive was noted as
direct payment recipients were given more freedom to spend their direct payment
‘more creatively’ (Ossie 2020).

The literature also made recommendations for governments on the manage-
ment of PA schemes during the pandemic. The recommendations suggested that
personal assistants should be treated the same as other health care professionals,
given adequate PPE, designated as 'key workers;, provided with hygiene supplies
and regularly tested to minimise the spread of the virus. Additionally, a disabled
person should have adequate information and access to their personal assistant
even if they are in quarantine. Fundamentally the PA service should be protected
during the pandemic (European Disability Forum 2020; CERMI 2020).

Discussion and recommendations for policy, practice, and research

This section will discuss the findings of this scoping review with particular empha-
sis on implications and recommendations for policy, practice, and research for
each of the themes identified.

Legislation

The majority of the countries included in the literature reviewed did not have the
appropriate legislation required; this finding is supported by the CRPD comment
no. 5 finding that acknowledged that there is an‘Inadequacy of legal frameworks’
(United Nations Committee on the Rights of Persons with Disabilities 2017, 3).
Moreover, the examples presented in the literature illustrated how legislation alone
is not enough to ensure full participation for people. This was evident in Sweden,
where the law regulating Support and Service to Persons with Certain Functional
Disabilities (LSS Act) has been weakened due to changes in the eligibility criteria
and court rulings. The Act now supports activities of a caring nature rather than
fulfilling the policy intention of full participation in the community (von Granitz
etal. 2017). Two recommendations were presented in the literature to prevent any
weakening of PA legislation. Firstly, changes are needed to local level mindsets
and delivery systems to prevent misinterpretation of the intent of the legislation
(Brennan et al. 2018; Gynnerstedt and Bengtsson 2016). Secondly, as the courts
have an essential role to play in how the law is enacted in practice, any vagueness
in the law leaves it open to different interpretations by different courts (Gynnerstedt
and Bengtsson 2016).
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Political decision-makers will have to work with disabled people’s organisations
to carefully design the legislation to protect against reinterpretations during court
rulings and changes to eligibility criteria (Mladenov 2017; Rauch, Olin, and Dunér
2018; ENIL 2015; Mladenov 2009). Moreover, the UNCRPD Article 4(3) calls for a
co-production process to capture the lived experience of people when creating leg-
islation (Love et al. 2017). Therefore, governments must co-design legislation with
accurate wording to ensure that the purpose of the PA schemes, as a tool to facilitate
independent living, does not become misinterpreted in the courts or at the local
level. Further research is required to carefully design a co-design process that ensures
that the voice of disabled people is central to the legislation making process.

Government funding

In addition to the inadequacy of legal frameworks highlighted in the previous sec-
tion, the CRPD also recognised the ‘Inadequacy of...budget allocations’ (United
Nations Committee on the Rights of Persons with Disabilities 2017, 3). The literature
reviewed in this paper has discussed how both the neo-liberal strategies and med-
ical model thinking have limited the level of funding going to PA schemes which
correlates with previous research (Katzman, Kinsella, and Polzer 2020; Mladenov
2015). Medical model thinking is negatively impacting funding for PA schemes as
this mindset influences governments to fund institutional care. The Committee on
the Rights of Persons with Disabilities (CRPD) recommends governments to embrace
social model thinking and redirect funding from institutional care to community
services (Hashemi et al. 2008). However, from experiences in Sweden, the costs
increased beyond expectation as people who did not previously use either residen-
tial or nursing home services began to use PA (Brennan et al. 2016). Therefore, a
change in mindset from medical to social model thinking, from institutional services
to community service may not be adequate to provide enough funding. In order
for governments to spend more on social services, it requires a change in political
ideology, for example, from a liberal regime to social democratic as is seen in the
UK and Sweden, respectively. This means that there would need to be a significant
reform in tax policy to support these services (Mendelsohn, Myhill, and Morris 2012).

Overall without sufficient funding, direct payments will not make the desired
positive change (Slasberg and Beresford 2016b; Lakhani, McDonald, and Zeeman
2018). Direct payments can increase satisfaction, but, they cannot facilitate inde-
pendent living if the service is underfunded (Slasberg and Beresford 2016b; Spall,
McDonald, and Zetlin 2005). Essentially unless the schemes are appropriately funded,
they will not have the capabilities to support someone to live independently.

The model of service provision

The way a PA scheme is designed and delivered has a considerable impact on the
capabilities of PA users to surmount the disabling environmental, economic, and soci-
etal barriers they face every day. As such the UNCRPD mandates'self-management of
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service delivery’ but it does not stipulate the exact specifications that governments
must follow when managing a PA scheme (United Nations Committee on the Rights
of Persons with Disabilities 2017, 5). In recognising the need for flexible service delivery,
governments decentralise control to local authorities, who have the flexibility to deliver
a spectrum of models. However, this creates variation between regions and therefore
presents barriers to people who want to move between local authorities (Grossman
2018). The literature in this review has referred to the need for further research to
explore the use of guidelines to assist local authorities to implement national guidelines
and legislation in a manner that facilitates mobilisation (von Granitz et al. 2017).

Additionally, the way governments control access to the schemes needs to be
evaluated (Slasberg and Beresford 2016a; Symonds et al. 2018). It has been rec-
ommended that governments must simplify the procedure to assess needs
(Mladenov 2017) and to ensure that an appeals process is in place (Mladenov 2020).
Moreover, others have argued that the needs assessment should be removed as
they are not aligned to the independent living philosophy (Slasberg and Beresford
2017) and governments are using them in a resource-led rather than a needs-led
approach (Mladenov 2017).

Finally, as the relationship between PA user and the personal assistant has a
significant impact on a person’s satisfaction and participation (Gibson et al. 2009;
Katzman, Kinsella, and Polzer 2020). PA users must select their personal assistant,
as it can have a positive influence on their satisfaction (Mladenov 2020). Therefore,
this article recommends further research to explore the idea of using profiles to
match a PA user to a compatible personal assistant (Andersen, Hugemark, and
Bjelke 2014; Guldvik 2003).

Governance and regulation

During the review of the literature, it was noticeable that the prominent strategy
by governments to govern the quality of PA and ensure accountability of funding
was to use regulation and licensing. This is unsurprising as it is the standard approach
taken across social services (Goodship et al. 2004). The majority of the literature
within this theme originates from America and Sweden, perhaps indicating that
these governments are ahead of others regarding the regulation of PA schemes.

However, notably, the literature review did not identify any government mech-
anisms for monitoring the quality of a PA service. There are two possible explana-
tions for this; firstly, PA users are not advocating for quality monitoring as they
believe that the quality of the service is best monitored by the PA users themselves,
particularly if their service provider is a co-op (Westberg 2010). Secondly, there is
a general lack of research on quality monitoring of social services in the broader
context (Meldo, Maria Guia, and Amorim 2017). Research that does exist is pre-
dominately related to services for older persons or intellectually disabled persons
(Kelsall, Regi Alexander, and Devapriam 2015; Kajonius and Kazemi 2016). Therefore,
further research is required to co-design quality monitoring mechanisms for PA
schemes that align with the social model of disability.
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Also absent in the literature reviewed was evidence of government strategies to
develop and implement quality improvement policies for PA schemes. In particular,
there was no evidence of governments routinely capturing the voice of the PA user
to direct the quality improvement of the scheme. Fundamentally, the lived experi-
ences of PA users must guide the management of PA schemes. Therefore, this paper
calls for further research to develop strategies to capture the perspective of PA users
in a way that can support the development of quality improvement policies.

Government management of PA during the initial stages of the COVID-19
pandemic

At the time of writing the paper, COVID-19 pandemic precautionary measures are
six months in place and continuing. It is therefore too early to understand the full
implications of the pandemic and its resulting impact on policy and practice. So
far the crisis did shine a light on the fragilities of many PA schemes. Many people
experienced reduced or cancelled services, as the crisis further compounded the
financial strain placed on PA users and service providers from previous austerity
measures which left many people vulnerable. In addition, the lack of recognition
for the importance of PA left workers without the title ‘key worker’ which hinder
their ability to work and to source adequate PPE. Governments must appreciate
how valuable PA schemes are and in particular, just how dependent people are
on such schemes. An example of a persons’ dependency was shared by one man
who shared his experience of life during the lockdown period of the COVID-19
pandemic. He explained that in order to remain continent, when his personal
assistant was absent, he would sit in his wheelchair, ‘'naked from the waist down-
wards, whilst sitting on my testicles, for most of the day since lockdown’ (Elder-
Woodward 2020). Experiences such as this are frightening and highlight the
importance of PA and why governments need to build resilient and flexible PA
schemes (Ossie 2020). Further research will need to be carried out at a later date
to capture the impact of the COVID-19 pandemic fully and to evaluate how gov-
ernments managed PA schemes during this time of crisis.

Limitations

The review explored a significant body of both academic and grey literature to
capture how governments are managing PA schemes. However, the quality of this
review was affected by inconsistencies in the included grey literature, the ANED
country reports and the ENIL PA surveys. These inconsistencies are due to a con-
text-specific understanding of PA and definitions. A limitation to the review was
the language restriction as only English language literature was included. Articles
in other languages could have been informative to this review. Due to resource
constraints, the review was unable to review the complete set of country reports
from the CRPD.
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Conclusion

Governments have struggled to balance governance and cost-cutting policies
while protecting human rights. Even with the adoption of the UNCRPD, this paper
demonstrates that governments have tilted towards the cost-cutting agenda
rather than a human rights approach. This review did not find any literature evi-
dence of a country that is currently providing a user-led model of PA that is com-
pliant with Article 19 of the UNCRPD. Governments have obligations under the
UNCRPD to safeguard social inclusion for all, this necessitates a user-led PA scheme
that is well-funded, and governments are failing to do this. Policymakers would
learn from this review as it has compiled the challenges that governments face,
and this paper has made recommendations for future research. A significant chal-
lenge is that due to resource constraints, governments are either limiting access
to the service or providing the service for basic care only. These policies are in
opposition to Article 19 of the UNCRPD. Governments can implement policies that
could be cost-neutral and would bring them closer to compliance with Article 19,
such as; direct payments, facilitating a person to schedule their service, removing
any restrictions on personal assistant tasks, developing policies based on the social
model, reducing the bureaucracy placed on the PA user, and developing a trans-
parent needs assessment process. Legislation should be co-designed to ensure
accurate wording to avoid misinterpretation at a local level. This is important as
the decisions that policymakers make today will have a significant impact on the
achievement of an inclusive society for all. If the lived experience of PA users does
not guide governments, they will stay focused on short term cost-cutting, which
will inevitably continue to be a barrier to full participation for its citizens.
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