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Abstract 

Through exploring current conceptualizations of'care' in the Ontario Direct Funding 

program, I enter into conversations among disability scholars and activists who reject 

care as oppressive, and feminist care researchers who highlight care as a gendered form 

of work and an alternative moral framework. 

'Direct funding' refers to disabled people or representative organizations 

receiving public funds in order to hire individuals to assist with daily needs. Direct 

funding is advocated for by Independent Living movements for the associated flexibility 

and increased user-control. The Ontario example fits within a number of contextual 

trends while it is uniquely administered by the Centre for Independent Living in Toronto. 

Drawing on insights from feminist disability studies and the feminist political 

ethic of care, I propose the conceptual framework of accessible care founded on a 

critical engagement with 'accessibility' and understanding care as a tension among 

competing definitions, including care as a form of oppression. Accessible care bridges: 

experience and theory; feminist and disability literatures; divides within disability 

communities; and the local and transnational. 

I employed a self-reflexive, interdisciplinary methodology to conduct 54 

qualitative interviews with self-managers, attendants, informal supports, and key 

informants as well as a discourse analysis of written material. My approach includes 

access to insider perspectives from personal involvement with disability organizations, 
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pre-established relationships with some of the participants, and a relational stance on 

analysis. 

The material reveals a process whereby care is removed from Direct Funding, 

but it is not eliminated. Rather, it is moved and transformed into arenas where it is 

deemed "authentic" and appropriate. This process alters the theoretical debates 

between feminist and disability scholars, as it is no longer about independence versus 

interdependence. The re/moving care process also influences a variety of policy issues 

as it obscures program limitations and the availability of services, conveys a nuanced 

message that short circuits discussions about worker regulation and health/social 

distinctions, and diverges from developments around intellectual disability. The Direct 

Funding program, and the re/moving care process it represents, suggest that 

Independent Living organizations and movements may have difficulty incorporating 

emerging intersectional, cultural approaches to disability represented by youth 

leadership. 
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Chapter One 

Introduction: Situating the Ontario Direct Funding program 

Attendant services do NOT include: professional services such as nursing care, 
physiotherapy, occupational therapy, respite care, physician services, "care" or 
taking responsibility for the person with a disability. ("Centre for Independent 
Living in Toronto," 2010, emphasis in original) 

And any time they said the word "caring for us," I would just get, I would just be 
furious, just be furious. Then one day, the government person who was 
coordinating the committee...said to me, she turned around and she said, 
"Aren't we allowed to care about you, even with a small 'c?" She really took me 
aback, you know? - Audrey King, community advocate and self-manager 

I think I like better somebody who care[s] than somebody who doesn't [laugh]. -
H£l&ne, self-manager 

Well, it is care though. Personal assisted care. Um. Taking care of me. That's all 
there is to it. - Cheryl, self-manager 

The meanings of common words seem obvious, yet when pressed to articulate 

definitions, it can prove to be a difficult process often with ambiguous and complex 

results. 'Care,' for example, has multiple, seemingly competing meanings in everyday 

vernacular, academic theorizing, social and health policy discussions, medical spheres, 

and social movements including women's movements and disability movements. 

Perhaps the most pronounced example can be found in academic literature 

documenting tensions between disability activists on the one hand and scholars and 

feminist care researchers on the other, who use the concept of care in very different 

ways. The pliability of care, however, does not necessarily require a quest for the most 
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accurate definition but rather draws attention to how care works in these various 

spheres and how its meanings change and reverberate in unexpected ways. It is the 

interplay between varied definitions that yield generative spaces and conversations 

about the role of terminology in our daily practices and discourses. 

One arena ripe for exploring the fluid meanings of care is attendant services for 

people with disabilities,1 which, according to the Attendant Service Advisory Committee 

(ASAC), primarily serve people with physical disabilities. ASAC describes attendant 

services: 

Consumers direct their attendants to perform the activities of daily living (ADL) 
they require to get on with their day-to-day lives. Attendant services include: 
bathing and washing, transferring, toileting, dressing, skin care, essential 
communications, and meal preparation. The consumer is responsible for the 
decisions and training involved in his/her own services. (OCSA, 2008)2 

While not mentioned in this description, attendant services also typically include help 

with cleaning, household maintenance, errands, and sometimes childcare. Attendant 

services are rooted in the Independent Living (IL) movement, described below, and are 

1 Many authors explore questions of terminology in their work on disability (e,g., Erickson, 2007; 
Hillyer, 1993; Shakespeare, 2006; Siebers, 2008; Titchkosky, 2003). These discussions explore the extent 
to which disability is socially constructed, the power of naming, and whether disability is central or 
marginal to personal identity. There are some rough regional and generational elements to this 
discussion, that Is, generally speaking people in the United Kingdom and younger people coming from a 
cultural framework tend to use "disabled people" while people in North America and established leaders 
tend to use "people with disabilities." From my own experience, this debate also occurs in disability-
related organizations and among individuals with disabilities, including participants in this study (see also 
Watson, 2002). Since there is no consensus regionally, within disability movements, or within academia I 
use both of the most widely accepted terms, that is "people with disabilities" and "disabled people." 

2 In material influenced by Independent Living philosophy, it is common to refer to people with 
disabilities as "consumers" in an effort to position disability-related programs as services and disabled 
people in charge of these services. There are some issues with this term and there are ongoing discussions 
in the community around it. 'Consumer' makes concessions to a mass-produced culture, may over-value 
individualism and choice, and implies options when none may be available. Thus, because of these 
debates and since it is less widely used than the phrases discussed in note 1,1 do not use this term unless 
in a direct quotation, such as the example above. 
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premised on the notion of consumer-direction that represents a dramatic shift as people 

with disabilities are in control of the services. Attendant services influenced by 

Independent Living often include an explicit rejection of the concept of care, for 

example, in the first introductory quotation. Language is a primary indicator of this 

approach, reflected not only in the aversion to the term 'care' but also in choosing to 

use phrases such as 'consumer' and 'self-manager' when referring to people with 

disabilities using the services, and 'attendant' (in Ontario) and 'personal assistant' (more 

common in the United States and the United Kingdom) when referring to the person 

providing the service. 

Perhaps the paramount manifestation of attendant services, as defined above, 

with the most adamant rejection of care is direct funding.3 Direct funding4 refers to 

disabled people, representative organizations and in some cases family members or 

guardians, receiving public funds in order to hire individuals to provide assistance with 

daily needs. In direct funding arrangements, people with disabilities become employers 

(in varying respects) of their attendants, and are often required to take on 

administrative duties traditionally in the purview of service provision organizations or 

governments. Disability movements and related organizations have pushed for this style 

of service delivery in the United Kingdom, various states in the US and throughout 

Canada because of the associated flexibility, empowerment and user-control it provides 

3 The term 'self-managed (home) care' also has some currency in Canada, although 'Direct 
Funding" is the most popular term in Ontario. 

4 When referring to the Ontario program specifically, I capitalize "Direct Funding." I use lower 
case letters when referring to 'direct funding" as a model of service delivery. 
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for disabled people (Ungerson & Yeandle, 2007). There are 16 documented "self-

managed home care programs" in all 10 Canadian provinces (none in the territories or 

on First Nations reserves), plus an option through the Veterans Independence Program 

housed in the Department of Veterans Affairs (Spalding, Watkins, & Williams, 2006). The 

Ontario version is the only Canadian example that was developed, piloted and continues 

to be administered by an IL organization. In Canada, there is a national network of IL 

organizations with strong connections to disability movements in North America and at 

times, this network is characterized as a movement itself (Lord, 2010). 

The Ontario Self-managed Attendant Services-Direct Funding program, or 

colloquially the "Direct Funding program"s is administered by the Centre for 

Independent Living in Toronto (CILT), and is an ideal location for exploring the changing 

meanings of care. The Direct Funding program was piloted in 1995-6, established as a 

permanent program in 1998, and is funded through the Ontario Ministry of Health and 

Long Term Care (Parker, Self, Willi, & O'Leary, 2000). In 2011, there are 676® people 

using Direct Funding, out of approximately 6000 people documented in 2008 who use 

attendant services in Ontario (personal communication with Katherine Janicki, Direct 

Funding Clerk from CILT, July 18,2011; OCSA, 2008). To demonstrate the relative size of 

attendant services and Direct Funding, it is noteworthy that Bannerjee (2009) 

s In this dissertation, I will refer to the program as the "Direct Funding program" or the "Ontario 
Direct Funding program" to reflect the terminology of service users and administrators as well as for 
brevity. 

6 In fall 2011 it was announced that the Direct Funding program will receive an injection of capital 
that will enable up to 50 more individuals to become self-managers (personal communication with 
Katherine Janicki, Direct Funding Clerk from CILT, November 15,2011). 
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documents 70100 long-term care beds in Ontario in 2004; this number includes 

supportive housing (and so does the 6000 count), but does not include Attendant 

Outreach Services7 or Direct Funding recipients, in either case, the number of people 

using Direct Funding in Ontario make up less than 1% of long-term care service users 

and roughly 11.6% of attendant service users. Despite its small scope, the Ontario 

program is the largest direct funding program in Canada, in terms of the number of 

people assuming the full responsibilities of being an employer and receiving cash 

transfers (Spalding et al., 2006). The Direct Funding program is by far the most 

independent model of attendant services in the Ontario landscape8 and has a 4-5 year 

waiting list with approximately 400 people on it, which CUT is unable to address due to 

a fixed budget (personal communication, see above). There are cultural messages 

inextricably tied to the history and current information on the Direct Funding program 

that declare people with disabilities do not need care and can collectively and 

individually manage disability-related services. Access to quality attendant services is 

framed as a right and a means for full inclusion of people with disabilities, making the 

Ontario Direct Funding program an interesting case study to explore care. 

There have been other academic and community-based studies on the Ontario 

Direct Funding program. These studies: document the establishment of the program, 

largely successful due to the dedication of leaders with disabilities (Yoshida, Willi, 

7 Attendant Outreach Services are pre-scheduled, at-home/at-work personal support arranged by 
local Community Care Access Centres. 

8 For more information on other attendant service arrangements available in Ontario, see OCSA 
& Attendant Service Advisory Committee (2008). 
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Parker, & Locker, 2004); evaluate the pilot program with overall positive results (The 

Roeher Institute, 1997); document the satisfaction of current self-managers (Parker et 

al., 2000); and highlight its innovative nature (Lord & Hutchison, 2007). This study, 

however, sets out with a different agenda. Throughout this dissertation, I highlight the 

strengths of the program and make some tentative recommendations for improvements 

where appropriate; however, my primary aim is to enter into theoretical discussions 

around care. Specifically, I aim to enter the debates and conversations between feminist 

care researchers and disability perspectives and explore the broader policy and 

movement implications of these discussions. Thus, I chose a program that can be 

categorized as embracing a disability perspective, one that definitively rejects the 

concept of care. I explore some current conceptualizations of care through qualitative 

interviews with Direct Funding self-managers, their attendants, and informal supports, 

and bolster and contrast these messages with interviews with government policy 

makers, community advocates and program administrators, as well as related 

contextual information from CILT, Ontario ministries, disability-related listservs and 

organizations, and academic literature. As will be discussed throughout this dissertation, 

there are substantial, wide-reaching implications of the messages conveyed through this 

small program. 

The remainder of this chapter includes a brief note on language, an attempt to 

situate the Ontario program within a number of trends, demonstrating both how it fits 

yet maintains some unique features. I consider the Direct Funding program in the 
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context of: disability movements, specifically Independent Living movements; the 

neoliberal Ontario policy landscape with attention to health care reform; shifts in social 

policy toward vouchers or funding in lieu of service delivery as well as shifts in medical 

fields towards patient-centred care; and the global exchange of care policy and care 

workers. I conclude with an outline of the remaining chapters. 

Note on language 

While the sheer number of terms in the care field can be confusing to researchers and 

practitioners (Bannerjee, 2009; Church, Diamond, & Voronka, 2004), it is important to 

recognize it is not "mere semantics." In fact, for disability movements it is often about 

language. I undertake a more detailed discussion of terminology elsewhere (Kelly, 

2011), and throughout this dissertation I attempt to briefly justify my choice of terms. It 

is important to respect the terminology asserted by disability organizations that aim to 

achieve certain ends through the language they employ. Public and consistent use of 

terms like 'consumer,' 'attendant,', 'self-manager/ 'attendant services/ is part of a 

larger effort to change the meanings of disability and the presumed societal roles of 

disabled people. Women's movements and feminist care scholars also use language in 

transformative ways. For example, and of relevance to this study, many feminist care 

researchers position care as a visible, essential labour through the phrase "care work" 

(e.g., Armstrong & Armstrong, 2002; England, 2005; Parrefias, 2009). Unfortunately, 

these efforts can underscore tension linked to the strong rejection of care and care-
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related terms from disability perspectives. While the perspectives of attendants and 

contributions of feminist scholars are considered throughout this dissertation, I 

generally concede to the terminology preferences of people with disabilities and their 

allies who conceived of, developed, use, and administer the Ontario Direct Funding 

program (i.e., 'self-managers' and 'attendants'). These are the preferred terms, with 

some minor variations, of the majority of participants including the attendants, while 

terms suggested by feminist academics such as 'care work' and 'care worker' were not 

used at all. 

Context and background 

The Ontario Direct Funding program fits within a number of trends, while also 

representing some distinct features among: disability movements throughout the global 

north, particularly Independent Living; Ontario health care reform and policy 

landscapes; shifts in medical spheres and approaches to social policy; and global care 

developments. 

Direct Funding among disability movements 

The Ontario Direct Funding program, administered by the Centre for Independent Living 

in Toronto, fits within disability and Independent Living movements. While it is out of 

the scope of this chapter to detail the histories of disability movements in the United 
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States, United Kingdom and Canada,9 the push for the Ontario Direct Funding program 

clearly builds on a number of historical precedents and ideological commitments 

expressed through these efforts. For example, direct funding models of support can be 

linked to the deinstitutionalization movement from the 1950s onward, which seeks to 

transition people with disabilities and mental health concerns physically out of large-

scale institutes and more metaphorically out of institutionalized approaches to disability 

(Gardner & Glanville, 2005; Stroman, 2003; Townsend, 1962). The ongoing 

deinstitutionalization movement is led largely by parent-advocates, people with 

intellectual disabilities, and people with mental health concerns. Ontario only closed the 

last large-scale institution in March 2009, but institutionalized approaches continue to 

structure the lives of many people with intellectual impairments living in long-term care 

homes throughout Ontario and Canada (Canadian Association for Community Living & 

People First of Canada, 2011). This movement highlights the sometimes deplorable 

living conditions in segregated residences as well as the cultural message about 

disability conveyed through social isolation, medicalization, lack of choice, routinization 

of life, and inhumane treatment (Townsend, 1962).10 The deinstitutionalization 

movement demands people with disabilities live in community settings, and the Direct 

Funding program is a potential mechanism for making this possible. It is noteworthy 

that at least two participants in this study lived in large-scale institutions as children, 

9 Some scholars explore disability movements in global south, which often have distinct 
approaches and different issues from the movements in the global north (e.g., see Charlton, 2000; 
Meekosha, 2011; Wehbi, 2011). 

10 For a discussion of the psychological effects of the 'total institution' see Goffman (1961). 
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making strong links between the Direct Funding program and deinstitutionalization. 

Unlike programs in five other provinces, however, the Ontario example does not serve 

people with intellectual disabilities or mental health issues, unless a physical impairment 

is also present and the individual can demonstrate the ability to "self-direct" (Spalding 

et al., 2006). 

Elements of the United Kingdom's "social model" of disability also resonate with 

the Direct Funding program. As most commonly described, the social model refers to 

the concept articulated by Paul Hunt of the British organization Union of the Physically 

Impaired against Segregation in the early 1970s and refined with a materialist lens by 

Oliver (1990). The social model argues disability is a social construction; people are 

disabled primarily by societal structures and attitudes and not by their biological 

impairments (Campbell & Oliver, 1996; Davis, 1993). The social model is often cited as 

the basis for disability organizing in the UK (Campbell & Oliver, 1996), although it has 

undergone substantive critique in academic spheres (e.g., Corker, 1999; Shakespeare & 

Watson, 2002). Like the Direct Funding program, the social model draws attention to 

the environment of disability and promotes the removal of barriers and the provision of 

supports in order to mediate the effects of impairments. As will be found at a few points 

in this study, the availability of reliable, respectful and sufficient attendant services 

makes living with a disability in an ableist society easier and "mediates citizenship" by 

creating the conditions for diverse participation (Krogh, 2004, p. 139). 



Most significantly, and as will be explored in the conclusion, the Direct Funding 

program can be interpreted as the quintessential manifestation of the Independent 

Living movement and philosophy. Direct funding programs build on the legacy of Ed 

Roberts and the Rolling Quads from the University of California at Berkeley who were 

forced to live in a hospital while attending college due to physically inaccessible 

residences. Initially the Rolling Quads focused on living independently yet integrated in 

the community and the group founded the first of many Independent Living centres in 

the United States (Longmore, 2003). Like deinstitutionalization, Independent Living is 

also a philosophical commitment. IL philosophy, as it is termed in the community, values 

disability as a social role, emphasizes rights-discourse and consumer-control, redefines 

independence in terms of decision-making and is a central orientation of many direct 

funding programs. 

Disability movements emerged in Canada in the early 1980s and can be 

distinguished from American and British movements in a number of ways. Scholars note 

Canadian disability activists and organizations: played an integral role in establishing an 

international disability rights movement (Driedger, 1989); have an amicable relationship 

with Canadian governments (Valentine, 1996); utilize non-confrontational tactics 

(Chivers, 2007); and have a long history of formal organizations in the non-profit sector 

(Neufeldt, 2003). The Canadian IL movement in particular has an emphasis on individual 

advocacy rather than collective action, in contrast to the approach of its American 

counterparts (Lord, 2010; Valentine, 1994). 



In many ways, the Ontario Direct Funding program is a seamless fit with the 

goals, history and approach of disability movements in North America and the United 

Kingdom; that is, a seamless fit with the movement histories that are well documented. 

Some of the most oft-cited historical events in Canada could be easily replaced by the 

Direct Funding history. For example, accounts of how people with disabilities garnered 

inclusion in the Canadian Charter of Rights and Freedoms (Peters, 2003) represent a 

seemingly unanimous, policy-focused, non-confrontational, consultation-based 

achievement that resonates with the establishment of the Direct Funding program. As 

will be explored further in the concluding chapter, there are other, less well-recorded 

elements and factions of the disability organizing that do not fit so well. 

Disability movements in the United Kingdom and United States have also pushed 

for Direct Funded models of service delivery, setting precedents for the Ontario 

example. Overwhelmingly these programs are evaluated as highly successful, cost-

effective and empowering (Askheim, 1999; Blyth & Gardner, 2007; Caldwell & Heller, 

2007; Carmichael & Brown, 2002; Leece, 2000; Stainton & Boyce, 2004). It is noteworthy 

that in Ontario, community organizations and advocates participated in writing the 

policy and continue to administer it, raising interesting questions for the future of 

disability movements. This may indicate that when individuals or disability organizations 

take issue with the administration of the program, they are in the uncomfortable 

situation of having to direct efforts at a fellow disability organization. As a result, most 

recent advocacy around the program is targeted at the Ontario Ministry of Health and 



Long Term Care. For example, the Attendant Service Advisory Committee (which 

includes representatives from CUT) recommends attendant service waiting lists should 

be added to the Provincial Wait List Strategy, funding should be increased to the sector, 

and additional individualizing funding options should be made available (OCSA, 2008). 

Also in Ontario, community advocate Scott Allardyce proposed draft legislation called 

the Consumer Attendant Support Services Protection Act, which would ensure "that 

Consumers of attendant support services are protected and have the right to be 

involved with decisions regarding their own attendant support services" and includes 

recommendations for a Consumer Advocate Office, reduced wait times and mechanisms 

for dispute resolution (Draft legislation, ongoing personal communication with Scott 

Allardyce 2010-2011). Citizens with Disabilities-Ontario (CWDO)11 formally declared 

support for Scott Allardyce's proposed legislation, advocated to the MOHLTC to reduce 

the Direct Funding waiting list, and hosted webinars with practical advice on managing 

attendants. CWDO's position paper on attendant services also includes an explicit 

rejection of care. Indeed, most of the current advocacy around Direct Funding is 

consistent and co-operative, systems focused, and directed at the government and 

Ontario Ministry of Health and Long Term Care. 

There is one notable exception: a small, radical group with little publicity or 

formal organization called DAMN 2025 (Disability Action Movement Now) (DAMN 2025, 

2008; Henderson, 2007). Informally, through personal communication and meeting with 

111 am a volunteer board member for this group, although I initially limited, and later declined, 
involvement in the Service Quality Committee to avoid potential conflicts of interest. 



members of this group, I learned that some of DAMN'S efforts around Direct Funding 

are aimed at CUT. While still rejecting the concept of care, members of DAMN 2025 

claim that the way CUT administers the program is 

blatantly discriminatory against people who are iliterat [sic]. Many, many people 
with disabilities fit this description because of being segregated into institutions 
and "special schools" where their abilities (both mental & physical) are 
underestimated and discouraged. (Personal communication, Ann Abbot, July 31, 
2011) 

DAMN 2025 is based in anti-poverty activism around the Ontario Disability Support 

Program. The agendas of many other disability organizations include poverty, but DAMN 

consistently integrates a class analysis, keeping it at the forefront of radical disability 

politics. The significance of DAMN'S critiques is incongruent with documented disability 

movements in Ontario and Canada, that is, histories that document a generally unified 

approach to Direct Funding, and will be further discussed in the concluding chapter. 

There are parallel, yet distinct, activities led primarily by parent advocates 

around the Special Services at Home (SSAH) program, established in 1982. SSAH is run 

through the Ontario Ministry of Community and Social Services and gives small amounts 

of funds to families with children with any disabilities and adults with intellectual 

disabilities. There is a long community-based advocacy history aimed at the Ontario 

government asking to reduce waiting lists, increase funding, and, at one point, expand 

eligibility to children with physical disabilities (SSAH Provincial Coalition, 2011). More 

recently, efforts have transitioned towards requests for a holistic individualized funding 

model to serve these constituencies (Individualized Funding Coalition for Ontario, 2008). 



This does not suggest there is a unified approach to Direct Funding since the parent 

advocates do not push CUT or MOHLTC to expand eligibility criteria for the Direct 

Funding program to include children or adults with intellectual disabilities; however, it 

does demonstrate the popularity of direct and individualized funding options within 

disability spheres in Ontario, with a history that, in fact, pre-dates the pilot of the 

Ontario Direct Funding program (SSAH Provincial Coalition, 2011). With few exceptions, 

the push for Direct Funding in Ontario fits within a variety of historic and contemporary 

efforts and disability movement values, yet also maintains some unique features and 

autonomy. 

The Ontario policy landscape 

It is well documented that countries in the global north have taken a neoliberal turn 

since the early 1990s (Harvey, 2005). This turn includes a number of policy trends as 

well as ideological commitments, including: an emphasis on individual responsibility and 

the primacy of choice, thus framing citizens as consumers and workers (Breitkreuz, 

2005; Lamer, 2000); a preference for the "free-hand" of the market and the 

privatization of services; "small" governments, which are more accurately transitioning 

to surveillance roles, particularly after the events of September 11, 2001 (Bhandar, 

2004; Dobrowolsky, 2008; Stasiulis, 2004); co-optation of the non-profit sector through 

project-based funding tied to specific priorities (Hall & Banting, 2000; Incite! Women of 

Color Against Violence, 2007; M. Smith, 2005); erasure of gender from policy agendas 

(Brodie, 2008); erosion of full-time secure employment and the corresponding rise of 



temporary, contractual and/or part-time "precarious" forms of employment (Vosko, 

2000); and a hyper- globalized economy predicated on immigration and the exploitation 

of labour in the global south (Encalada, Fuchs, & Paz, 2008). The current regime may be 

accelerating or completely transforming (Jenson, 2008) in the context of the global 

recessions. 

In this climate, direct funding initiatives in multiple policy arenas contribute to 

neoliberal government priorities in the global north as extreme forms of downshifting 

service provision to individual citizens. Instead of provision of services through 

government regulated and owned institutions, care homes, or home care, money is 

transferred to the non-profit sector (in the Ontario case), which administers the funds 

and, in turn, further shifts the arrangement and provision of services to individuals. It is 

the individual who becomes responsible for hiring and training other individuals to 

provide the personal support he/she requires. Neoliberalism in progressive scholarly 

circles is generally critiqued for the features described above, particularly the 

implications for marginalized groups and social movements. Disability movements in the 

Ontario case and elsewhere advocate strongly for the adoption of these mechanisms, 

adding some support to the argument that social movements are agents in the 

enactment of neoliberal governmentality (Larner, 2000). That is, while direct funding 

models of support may benefit individuals with disabilities in a day-to-day sense, 

endorsing the neoliberal approach undermines other disability supports, changes the 


