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Abstract: There is growing interest, internationally, in empowering people with disabilities, and the
United Nations have identified individualised funding as one way in which empowerment might
be achieved. ‘Individualised funding’ is an umbrella term for various publicly funded support
structures that provide personalised and individualised support services for people with a disability.
These aim to facilitate self-direction, empowerment, independence, and self-determination. The
findings of a recent mixed-methods systematic review of studies undertaken during an approximate
25-year period suggest positive effects with respect to quality of life, client satisfaction, and safety,
as well as very few adverse effects, although the evidence on cost-effectiveness was inconclusive.
This paper involved a re-examination of the qualitative findings of that review by employing a
realist framework to explore the interplay between key contexts and mechanisms, and how these
facilitate or inhibit positive outcomes associated with individualised funding and its underlying
programme theory.

Keywords: individualised funding; personal budgets; self-determination; empowerment; disability;
realist; CMOC; implementation

1. Introduction

The United Nations Convention on the Rights of Persons with a Disability recognises
‘personal budgets’ as a means to achieving self-determination for people with a disability,
who, according to World Health Organisation estimates, account for almost 15% of the
world’s population [1,2]. The Convention reinforced a growing policy shift internationally,
towards people with a disability living autonomous, self-determined lives whereby they
are empowered and can live as independently as possible, choosing their own supports and
self-directing their lives [3,4]. Personal budgets are just one example of the many funding
and support structures that are captured under the umbrella term of ‘individualised
funding’—an approach designed to provide personalised and self-directed supports for
people with a disability, which places individuals at the centre of decision-making around
how and when they are supported [5].

Individualised funding can take many forms including, in particular, (a) direct-
payments, whereby funds are given directly to the person with a disability who then
self-manages this money to meet their individual needs; (b) a microboard, brokerage
model, or ‘managed’ personal budget that provides a similar amount of freedom for the
person with a disability, but an intermediary service offers administrative support, while
providing guidance and information; and (c) the Cash and Counselling model, predomi-
nantly found in the US, represents a combination of the direct payment and intermediary
models, allowing the user the flexibility to choose between a self-managed and a profes-
sionally managed support service [5–7]. The type of model available is often dictated by
policy makers, but other considerations include the type of disability or available support
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networks. Direct payments, for example, often involve considerable administrative duties
and are more likely, therefore, to be utilised by people with a physical or sensory disability
and less so by those with an intellectual or developmental disability—although this is not
universally true.

The common programme theory underpinning all of these models (i.e., what indi-
vidualised funding is expected to achieve) is to facilitate self-direction, empowerment,
independence, and self-determination for people with a disability. Despite these aspira-
tions, early studies in the US, the UK, and Europe highlighted potential risks associated
with the marketisation and indirect privatisation of care services, whereby people with a
disability or ‘consumers of care’ increasingly act as employers without necessarily having
the human resource skills or knowledge of available care choices [8,9]. Conversely, more
recent evidence suggests that people availing of individualised funding are capable of
acquiring the necessary skills, or indeed are able to outsource certain tasks in order to
successfully bypass the service providers and contract their support services directly [10].

We conducted a recent mixed methods systematic review to contribute to the ongoing
debate in this field and to systematically capture and assess the growing pool of evidence
related to individualised funding (for people aged 18 and over with a lifelong disability).
The aims of this review, which was conducted in two phases, were to: (1) determine the
effectiveness of individualised funding in relation to health and social care outcomes; and
(2) to critically appraise and synthesise the qualitative evidence relating to stakeholder
perspectives and experiences of individualised funding. The review sought to focus on
‘initial implementation’ as described by Fixsen, Naoom, Blase, Friedman, and Wallace, as it
is often the most challenging stage of implementation, requiring ongoing and multi-level
change (e.g., individual, environmental, and organisational), before the next stage (full
operation) can be successfully initiated [11]. This work was conducted in accordance with
Campbell Collaboration guidelines [12].

The first (effectiveness) question was addressed by reviewing seven unique studies
(linked to a total of 19 published and unpublished titles) that compared people in receipt of
individualised funding with a control group. As such, single-case designs, pre-post studies
without a control group, non-matched control groups, or groups matched in a post hoc
way after results were known were excluded from the review. The control group could
consist of: (a) traditional ‘services as usual’ (e.g., predetermined group activities provided
in a congregated setting and financed through block funding to service providers); or (b) a
different type of personalised support which does not include a personal budget. A total of
35 measures were used within these studies to assess the various health and social care
outcomes of interest, such as quality of life and client satisfaction. Most of the outcomes of
interest were reported in two studies (four and five, respectively) [13,14]. The remaining
five studies incorporated between one and three outcomes of interest. For the studies
that found statistically significant between-group differences across the relevant health
and social care outcomes reported, most were in favour of the intervention group. The
most consistently positive outcomes related to quality of life and client satisfaction. There
was also evidence to suggest fewer adverse effects for those in receipt of individualised
funding. There was less evidence of impact for physical functioning, unmet need and cost
effectiveness [15].

The second phase—the qualitative synthesis of 69 studies [15]—was informed by, and
conducted within, a realist evaluation framework which considers ‘Contexts, Mechanisms
and Outcomes’ (CMOs) [16]. This paper seeks to re-examine this work by refining the initial
programme theory of individualised funding, using the contexts and mechanisms identified
in the review to construct a generative model of causality (CMO configurations); this, in
turn, was used to identify how, why, and to what extent individualised funding improves
self-direction, empowerment, independence, and self-determination [16]. The overall aim
is to better understand the complex interplay between the contexts and mechanisms that
lead to the successful implementation of individualised funding and which, therefore,
impact on its overall effectiveness.
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According to Jagosh [17], ‘context’ can be interpreted as anything in the backdrop
that may not formally be part of, but can impact upon, the intervention, such as cultural
norms/values, history, and existing public policy or economic conditions. ‘Mechanisms’
may be defined as more specific underlying entities, processes, or structures that lead
to particular outcomes [18]. For example, in the case of complex social interventions,
mechanisms can be a cognitive process which stimulates or demotivates stakeholders,
including those delivering the intervention [17]. Context and mechanisms can, therefore,
affect the outcomes or effectiveness of an intervention.

As Wong and Westhorp et al. [19] explained, a CMO configuration explores the
relationship between particular features of context (C) and mechanisms (M) (in this case
during the implementation of individualised funding) that lead to certain outcomes (O).
These outcomes may relate to the health and social care benefits reported, or they may
indeed point to new (meso or micro) outcomes that contribute to the overall programme
success—this can be intended or unexpected. CMO configurations may be represented
by a statement, diagram or drawing. They may pertain to individualised funding (the
programme) as a whole, or to specific aspects of the intervention. One CMO may be
embedded in another or configured in a series, along the implementation process, from
early exploration, through initial implementation, and finally full implementation, whereby
they can inform the long-term sustainability of individualised funding.

Thus, the examination of CMO configurations can help to develop an understanding
of how a particular context acts on a specific program mechanism to produce outcomes
and how, therefore, it can modify the effectiveness of an intervention.

2. Materials and Methods

This section summarises the methods related to the qualitative element of the system-
atic review, within which this current study is framed. The data pertained to a 24-year
period from 1992 to 2016. The qualitative meta-synthesis presented the experiences of indi-
viduals participating in an individualised funding intervention, as well as documenting
implementation successes and challenges from the perspective of multiple stakeholders.

2.1. Search Strategy

Ten academic databases and nine other grey literature databases/search engines were
utilised (CINAHL, EMBASE, Medline First Search, ASSIA, PsycInfo, SCOPUS, Sociological
Abstracts, Worldwide Political Science Abstracts, EconLit, Business Source Complete,
Greylit, OpenGrey, ProQuest Dissertations and Theses, Google Scholar, Google, Australian
Policy Online, VHL Regional Portal, NORART, and Theses Canada). The terms used to
customise the search string for specific databases were based on the ‘population’ and
‘intervention’ of interest. ‘Disability’ and all possible variations, including mental health,
disorders, and autism, was the first keyword. ‘Budget’ and all variations thereof was the
second keyword. Database-specific conventions were followed to ‘explode’ or ‘truncate’
key terms as appropriate. A list of free-text terms identified from the literature were used to
supplement the syntax developed. Study design and outcomes were not included as part of
the search strategy, as it was anticipated that this would potentially lead to the omission of
relevant literature. Bibliographies from included and some excluded studies (e.g., literature
reviews) were used to guide forward citation searching. Conference proceedings, manual
browsing of key journals, and other online materials were used to guide hand-searching.

2.2. Selection Criteria

The population of interest included: adults (aged 18 years and over) receiving a
personal budget, with any form or level of lifelong disability (physical, sensory, intellec-
tual, or developmental disability, level of mental health problem, disorder or illness, or
dementia), residing in any country and any type of residential setting (own home, group
home, residential care setting, nursing home, hospital, institution). Studies in any language
were included.
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Minors and older people without a lifelong disability (i.e., no disability in 10 years
prior to reaching the age of 65) were excluded, as were privately funded individualised
funding interventions. Stakeholders included the client, family members, advocates,
personal assistants/key workers, professional staff such as occupational therapists or
physiotherapists, and other members of the community involved in the process.

2.3. Data Screening

The screening of studies was undertaken independently by three researchers and
involved, firstly, title and abstract screening (n = 7158) and, secondly, full text documents
(n = 328). After full text screening, 215 studies were excluded—33% due to the nature of
the intervention, 20% based on study design, 19% due to a lack of empirical data, 13%
because they did not include the population of interest, 13% because they did not report
the outcomes of interest, and finally four studies for which full texts could not be located
(2%). A further 40 titles were not unique studies but were reviewed in conjunction with
the 73 unique studies included in the review (3 of which were mixed methods). Risk of
bias and the quality of the research were evaluated by one reviewer using a range of tools
(depending on study design) from the Critical Appraisal Skills Programme (CASP); studies
were also assessed using the CerQual headings of: ‘methodological limitations’, ‘relevance’,
‘adequacy of data’ and ‘coherence’. Further quality checks took place, during full text
screening, by two of the reviewers.

2.4. Synthesis of Qualitative Results

The meta-synthesis of qualitative data was conducted in two stages and informed
by, and conducted within, a realist evaluation framework which considers ‘Contexts,
Mechanisms and Outcomes’ [16] to understand how the implementation of individualised
funding can impact the attainment of positive outcomes. During stage one of the thematic
analysis (reading and coding the studies), five overarching themes were identified related
to implementation including: positive experiences; negative experiences; potential for
adverse effects; contributory factors; and process. At the end of stage one, there were
18,279 individually coded pieces of text, representing 696 possible individual micro-themes.
Any unexpected or emergent themes were examined to ensure conceptual agreement
between reviewers.

During stage two, the themes were refined by exploring relationships between the
codes. Once studies had been conceptually folded together, a final set of themes were
categorised using Bronfenbrenner’s ‘macro to micro’ framework, an approach adopted pre-
viously by Fleming et al. [20] and Laragy and Ottmann [21]. MAXMaps, an analytical tool
within the qualitative analysis software MAXQDA [22], was used to examine relationships
between codes and, in particular, ‘co-occurring codes’, which relate to pieces of text that
had two or more codes assigned to them.

The remainder of this paper will focus on the most important CMO configurations
that emerged from this analysis, based on information power, i.e., the evidence that was
considered most useful in terms of the explanatory and theoretical aims of this study, based
on strong and insightful empirical dialogue extracted from primary studies [23].

3. Results

The views of over 9000 people were captured in the 69 qualitative studies (Table 1),
representing a total of 96 published and unpublished titles (Supplementary Materials), 73%
of which were from the perspective of individuals with a disability or their representative.
As with the quantitative findings, the intervention was positively received overall, despite,
amongst other things, considerable issues in accessing funding, implementation challenges,
and process delays. Most people, even those who were somewhat aggrieved, reported that
they preferred the intervention over traditional service provision [15].
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Table 1. Summary of qualitative study characteristics.

Characteristic 69 Studies (%) Characteristic 69 Studies (%)

Publication Year Geographic Region

1992–1999 6 (9) UK 41 (59)

2000–2005 16 (23) United States/Canada 17 (25)

2006–2010 23 (33) Australia 7 (10)

2010–2016 24 (35) Other European 4 (6)

Intervention Type Disability Type

Direct/In-direct payment 21 (30) Various 41 (59)

Self-directed/determination/
managed 12 (17) Mental Health/Dementia 10 (14)

Personal budget 12 (17) Physical/Sensory 7 (10)

Individual budget 7 (10) Learning 5 (7)

Mixed/Other 17 (25) Not specified 6 (9)

Study Design Sample Size

In-depth interviews 20 (29) <25 24 (35)

Mixed qualitative 19 (28) 26–50 16 (23)

Case study 18 (26) 51–100 16 (23)

Survey 9 (13) ≥101 13 (19)

Other 3 (4)

Language

English 68 (99)

Non-English 1 (1)

The meta-synthesis demonstrated that a wide range of perceived benefits were consis-
tently reported across jurisdictions and various models of individualised funding. While
the review also examined successes and challenges from the perspective of staff, this pa-
per primarily focuses on the views of services users and their representatives. Perceived
benefits, many of which were inter-related, included freedom, flexibility, continuity of
care/service/life, improved family life and social opportunities, and enhanced self-image.
Whilst these may be considered positive outcomes associated with access to individu-
alised funding, it may be more informative to consider them as mechanisms within the
CMO configurations.

For example, ’freedom’ was the most widely cited benefit identified in the meta-
synthesis, representing 23% (773) of the coded pieces of text. Study participants highlighted
the freedom to choose who supports them, as well as how, when, and where the support is
provided. Freedom was often inextricably linked to flexibility that had previously been
absent from traditional, often ‘group-based’ structures of support. Having control around
life choices was a facilitative mechanism in itself. Freedom (to choose) also extended to
personal freedoms such as ‘perceived autonomy’, ‘self-determination’, ‘self-direction’, ‘self-
reliance’, ‘sense of empowerment’, ‘space and freedom’, and ‘freedom to make mistakes’.
Perhaps in this context, enhanced agency takes the form of a mechanism that leads to
another outcome—‘improved self-image’. This interpretation aligns with the notion that
mechanisms not only relate to new ways of doing things, as a result of an intervention, but
also how participants reason with, and understand, these changes [16] (Figure 1).
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An important theme that emerged from the literature, and one also linked to greater
control, was the ‘shift in power’ from agencies/organisations to the person with a disability
or their representative. In many ways, this was seen as transformative in terms of how
people could live their lives—arguably becoming needs-led in the true sense. With this
contextual shift, participants reported feeling more resilient with a feeling of greater control
over the decisions that impact their day-to-day lives; this ultimately helped to promote
their self-image, self-belief, and self-esteem, which, in turn, were associated with other
positive outcomes, such as greater confidence, hope, and a more positive outlook in life as
well as lower levels of stress and anxiety.

With this shift in power also came a shift in responsibilities for many individuals,
particularly those who were self-managing their funding; the evidence indicated that this
was often associated with the complex processes involved in accessing and managing
an individualised fund. Another, perhaps unexpected, outcome was increased value for
money, with people reporting the freedom to shop around for the best value, or indeed
generating savings by removing an intermediary (Figure 2).
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Another important theme—and also related to value for money—was the perception
that people could avail of better opportunities in terms of social and recreational opportu-
nities, getting outdoors, and being able to contribute to and integrate within society and
the community through civic participation. An important factor here was the ability to
purchase services from within mainstream, community-based settings, in turn increasing
community integration and attendant experiences and opportunities. A key contextual
factor here was the presence of a ‘network of support’ (Figure 3). In fact, when individuals
were undergoing a ‘suitability’ assessment for individualised funding, staff often priori-
tised those who had access to a strong network of support. This typically comprised unpaid
supports, such as family, friends, and colleagues, but our analysis clearly indicated that
paid coordinators or support brokers (an intermediary between people with a disability
and funding agencies) were also strongly associated with the person’s network of support.
The support also included sourcing information, recruiting staff, helping to broaden the
person’s network (often through community integration), and providing assistance with
administrative and management tasks.
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The formal assessment of need was identified as both a key facilitative and inhibitive
element of the individualised funding process and one which was often influenced by
the presence of a network of support. Assessments, in some cases, were interpreted as
a means to control or limit individuals, while in other circumstances, they were seen as
genuinely needs-led. In the case of the latter, ‘holistic or comprehensive’ and ‘outcome
focused’ approaches were highly valued—focusing on personal care, physical and mental
health and wellbeing, social care, and quality of life. When people with a disability had
strong advocates, assessment process tended to be more successful.

A strong network of support also led to collaborative relationships and decision
making, which were also frequently identified as important mechanisms which led, in turn,
to positive outcomes of shared learning and shared understanding—as well as continuity
of care. These collaborations related to individuals and their informal/formal supporters
as well as between agencies and government departments. People with a disability often
spoke about personal assistants and their network of support having a better understanding
as a result of individualised funding, while others recruited family members for the same
reason (Figure 3).

The human resources that surround an individualised funding arrangement can
promote or inhibit good practices, which, in turn, impacts outcomes. Frequently cited
outcomes are related to people with a disability feeling less of a burden and having
control over their lives, while also building valued and trusting relationships. A closely
related mechanism was interpersonal relationships (Figure 4). This describes both personal
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attributes in terms of (a) the individual with a disability being proactive and open to new
ideas and (b) providers thinking innovatively/creatively, as well as an overall approach to
work that incorporates transparency, inclusivity, and positive risk taking.
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The analysis revealed that financial recognition for voluntary work was one of
the reasons why some people chose to take up individualised funding in the first in-
stance. This was related to their ability to recruit family or friends, and sometimes
meant that people with a disability no longer viewed themselves as a burden, since
they were able to financially reward work that had previously been provided volun-
tarily. Furthermore, participants identified a number of mechanisms here as integral to
success, which might collectively be considered as good working conditions, such as
being a good employer. Treating staff well and offering an appropriate rate of pay—
particularly during unsocial working hours—was another element of support of particular
value to people with a disability (Figure 4). To this end, the availability of training (for
people with a disability/representatives), particularly around staff recruitment and man-
agement/administrative skills, was often cited as a facilitator of successful implementation.
Furthermore, the analysis revealed that training was often suggested as a means of improv-
ing knowledge and understanding for staff.

4. Discussion

The evidence suggests that individualised funding is consistently being adopted
and supported globally regardless of the theoretical, policy and practice intentions (or
evidence base for effectiveness). It is well established that region-specific contextual factors,
such as culture and policy, can influence access to and implementation of individualised
funding. For example, in certain jurisdictions in Canada, the US, and the Netherlands, it is
compulsory to use an independent support broker, whilst in the UK and the US, personal
assistants are the preferred option for those receiving personal budgets. The eligibility
criteria may also differ at initial implementation depending on the region. For example,
in Canada, the focus is on younger people with learning disabilities, whereas the Swedes
focus on adults with physical disabilities; furthermore, very few regions accommodate
people with mental health problems. Objectives also differ; for example, Australia initially
focused on tackling fragmented service provision, particularly in rural areas, while the
US concentrated on solving staff shortages in long-term care facilities [24]. With these
region-specific considerations in mind, it is clear how access to individualised funding (the
first CMO configuration presented in this paper) varies considerably with different rules,
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regulations, and processes in place—with access ultimately dictated by policy decisions at
the government level. These decisions impact on the mechanisms and outcomes that follow.

The available evidence highlights a number of benefits of individualised funding, but
typically in the context of quantitative studies which focus on a limited range of outcomes
(e.g., quality of life, client satisfaction) and which tend to be characterised by a number of
common methodological limitations (e.g., lack of agreement on outcomes of interest, or
how to measure them—leading to high levels of heterogeneity between studies). These
studies, whilst useful and informative, do not explain how individualised funding achieves
its intended goal of self-direction, empowerment, independence, and self-determination
for people with a disability. This paper therefore attempts to identify—on the basis of the
qualitative element of a recently conducted mixed methods systematic review—some key
causal CMO configurations that might help to explain how these goals/outcomes may
be achieved.

It is widely accepted, within the principles of realism, that the ‘causes’ of outcomes
are not simple, linear or deterministic—instead, there is often a causal chain of CMOs [19].
Indeed, that is not to say that the mechanisms identified here are inherent to individu-
alised funding, but rather they are a function of the participants and the contextual factors
surrounding the individualised funding arrangement [19]. To this end, the CMO con-
figurations presented in this paper are intended to identify some key causal factors that
emerged from a large dataset representing a total ‘sample’ of approximately 9000 study
participants. While most of the 69 qualitative studies in the review were very relevant
(87%), one potential limitation relates to the quality of included studies, with almost a
third scoring ‘low’ or ‘very low’ in terms of methodological rigour (32%) and risk of bias
(30%), whilst almost one quarter (23%) were, likewise, considered to be limited in terms of
coherence. To this end, a sensitivity analysis was conducted by removing studies with a
very low CerQual score and comparing results to the analysis conducted with all studies
included; this led to little or no change in the analysis [15].

Numerous challenges relating to individualised funding were identified within the
review, both from the perspective of people with a disability and those providing them with
support. Thus, it should be noted that while this paper focuses on contexts and mechanisms
that support successful implementation, the absence of certain factors (such as a strong
network of support), conversely, also inhibited implementation, depending on a person’s
own perspective, life experiences, and other contextual factors. For example, for one person,
directly employing support workers might be perceived as empowering, whilst for another,
it may be seen as stressful. This may be linked to socio-demographic factors; for example,
an older person may have been using traditional forms of services for much longer than a
young adult transitioning from mainstream school or another form of secondary education.
Thus, past experiences, such as institutionalisation, may dramatically affect someone’s
ability to adapt to this new model of service provision. Equally, more people living in
rural areas have been found to avail of day services when compared to urban dwellers,
potentially due to a lack of alternatives within the community [20]. Similarly, while some
people were empowered by moving away from agency-led support, others considered
agencies to offer effective continuity of care, or to offer relief from the stress that was often
associated with staff recruitment or general management of an individualised fund [15].

Despite these implementation challenges, individualised funding was widely ac-
cepted and positively viewed among people with a disability, as demonstrated by the
wide range of benefits identified within the studies. These include quantitative metrics
indicating improved quality of life and client satisfaction, as well as perceived benefits,
including in particular, improvements in self-image and self-belief, a sense of empower-
ment, self-determination and confidence. With regard to the causal chain, having access
to individualised funding is the most fundamental contextual factor that leads, through
enhanced agency, to a sense of freedom and flexibility, which many people with a disability
have not previously experienced within traditional models of services delivery. A close
examination of the available literature within our review demonstrates that a significant
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contextual factor is the shift in power from agencies to the person with a disability or
their representatives. For many people with a disability (and their families), this required
approaching everyday tasks in a different way and taking control of the decisions around
their day-to-day life, which led to a new perspective on their skills/abilities and self-image.
With this renewed confidence, people reported a more positive outlook on life and opportu-
nities, allowing them to subsequently pursue tangible changes that led to increased options
and better-quality service provision.

As expected, the pathway to success differed depending on region-specific policies,
such as overly complex and cumbersome bureaucracy. An important contextual factor
that was consistently noted, however, was the presence (or possibility) of a strong network
of support that utilised collaborative decision making between the funding recipient and
funders/support agencies, often neutralising the aforementioned bureaucratic challenges.
This was often achieved by building upon existing informal and formal relationships (to
include extended family members, such as aunts, uncles, cousins, friends, and members of
the wider community) through a process of co-produced goals and plans. Together, a shared
vision emerged, mistakes were made, and lessons were learned collectively. Through this
collaborative approach, real progress was achieved, often leading to community integration
that, in itself, led to a wider organic network of support.

Careful consideration of the human resources surrounding an individualised funding
arrangement prompted mechanisms that led to positive outcomes such as strengthening
interpersonal relationships through increased recognition of people’s crucial roles. This, in
turn, fostered trust and enabled people with a disability and their network of support to
commence a complex causal ‘chain of events’ that led to (varying degrees of) self-direction,
empowerment, independence, and self-determination. As previous authors have noted,
people with a disability do not necessarily have these kinds of skills and abilities [8,9], and
therefore the literature clearly points to a need for upskilling and training.

It should be noted that the systematic review identified other contexts and mechanisms
that led to, or indeed inhibited, positive outcomes for people availing of individualised
funding. However, the CMO configurations presented in this paper were considered the
most important, largely independent of disability-specific considerations, and should be
helpful in terms of generating key generalisable lessons for those in the initial stages of
implementing a programme of support based on the principles of individualised funding.
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