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Abstract

The social inclusion of adults with intellectualdaglevelopmental
disabilities remains an elusive goal for many ajuheir families, and allies.
Many of the typical relational human interactiom®ple without intellectual and
developmental disabilities enjoy and take for gednhave been denied to adults
with intellectual and developmental disabilitieargely because of harmful
conceptualizations of what it means to live wittlisability. These
conceptualizations have not only influenced theettgument of public policy but
they have also shaped the interactions and rekdtips between professionals and
adults with intellectual and developmental disalesi. Equipped with the
historical knowledge of how public policy was ugectultivate and maintain the
mass institutionalization of adults living with atectual and developmental
disabilities — and then subsequently used to leatkstdemise — this study set out
investigate if and how public policy might influenthe nature of professional
relationships between service users with intellglcimd developmental
disabilities and service providers. Using quaktatmethods guided by critical
disability theory, this study looked specificallyreow Ontario Regulation 299/10
has already, and/or may in the future, changerttegpersonal relationships that

exist between adults living with intellectual anelvdlopmental disabilities and



their care-givers at L’Arche Hamilton. Researchthmnés included working with
the policy document and also conducting face-te-faterviews with adults with
intellectual and developmental disabilities andrtbaregivers. It was important
for this study to include the voices of adults wittellectual and developmental
disabilities and to examine the research questmm their perspective because
without their input it would not be possible toligainderstand the regulation’s

impact.

This study focused on the current experiencesretthesidents (core
members) and three care-givers (assistants) ach@r It was found that there
exist genuine and caring relationships betweenvioe relationships shaped by
the understanding of the assistants that adultsini¢llectual and developmental
disabilities have something of value — a “gift"e-dontribute to what they define
as a mutual relationship. In addition, both coesmhers and assistants point to
the importance of human touch in care-giving intgcas — touch that moves
beyond the functional (e.g., assistance with perscare) to also include
expressive touch (e.g., hugs) that conveys affectal love. However, the
findings further suggest th@ntario Regulation 299/1threatens the ability of
care-givers to engage in the intentional form tdtrenship which currently exists
within the L’Arche service model. This form of retanship is understood to be
restricted by the regulation under the guise obtgction” and as being “best

practice”. The legislation recognizes that peopiad) with disabilities have



higher rates of abuse then those living withoualiigties; in response to this
reality the legislation attempts to reduce oppatyuior such abuses to occur and,
as a result, articulates clear boundaries aroundytbe of relationships that are
permissible. The assistants interviewed for thislgialso recognize these
concerns but they also worry that these conceradank the reality of the

limited opportunities for genuine relationshipsvaegen adults with intellectual
and developmental disabilities and those withouttHer research, directed by
adults with intellectual and developmental disaieti, is needed to unpack how
this relationship is understood and experiencelddily parties, and how each
feels it should be maintained, especially in regdodthe use of physical touch as
an expression of relationship. Research which exgyge core members in
dialogue on what “safety” and “relationship” mearddooks like for them is
needed in order to truly understand the potentiglact limiting the professional

relationship may have.
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Introduction

Within social work practice the ability to develapd maintain rapport with
service users are a fundamental practice skill. iHosvrelationship manifests
itself can differ for different practitioners basgpon a multitude of factors. The
social work code of ethics outlines several basidigg stipulations for what this
relationship should look like. For instance, thdemstructs practitioners to
“maintain the best interest of the client as thenpry professional obligation”
(Ontario College of Social Workers and Social Sex\wVorkers, 2008, p. iv). But
what is the best interest of the client? And whis ¢ge decide? These questions, as
they percolated in my mind, drew me to exploredéetral research question of
this thesis — how public policy affects practicisiquestion led to exploring how
public policy sometimes attempts to regulate atdbgendaries to the
professional relationship. While in of themselvasse limits, or, if you will,
guidelines that are put forward by public policg aneant to protect the best

interests of the clients, do they always?

Individuals with intellectual and developmentalahigities have lived
through a dark history of institutionalization amdltreatment created, at least in
part, by inadequate and oppressive — albeit gdgevall-intentioned - public

policy that for many years was endorsed by the @iangublic (Simmons,
1
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1982). Their history is a prime example of how h@sictice did not serve the best
interest of the client but, instead, masked thergnt fears of society behind the
guise of protection and service. With the dismagtbf institutions in favour of a
community-based approach to service provision|ittes of adults with
intellectual and developmental disabilities conéistio be shaped and altered by
public policy. The newest addition to the policpeetoire isOntario Regulation
299/10 (2010)which seeks to promote the social inclusion ofliadwith
intellectual and developmental disabilities in thkmmunities and to promote
abuse prevention by setting limits to the profasaioelationship. | wondered
how community agencies and service-providers wouktpret this new act and
what it might mean to how they delivered servi@eparticular, | was interested
in how one organization, L’Arche, might be impacksdthis new legislation.
From what | knew of L’Arche it does not understaodconfine the relationship
between caregivers and adults with intellectual @exklopmental disabilities
within a strictly defined professional model. Howewnder the newest
legislation this relationship is defined in sucvay that sets limits on the

boundaries of a professional relationship.

In order to carefully explore how Ontafegulation 299/10nay affect the
professional relationship, this thesis reports umyrresearch into how the
regulation has affected life at L’Arche HamiltoriAkche is an international

intentional community of group homes for adultshwittellectual and

2
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developmental disabilities in which people with avithout disabilities live
together. L’Arche was the only group home idendifiy the Canadian Mortgage
and Housing Corporation, in their 2006 regdausing for Adults with
Intellectual Disabilitiesas being best practice for adults with intellecaral
developmental disabilities - because the stafftionamore as ‘family’ than ‘paid
staff’ (Lenk, 2010). L’Arche homes foster a unigeéationship between their
staff and residents, one that differs from thogecsl of other residential services,
but one that may be challenged by the introduatiod@ntario Regulation 299/10
So, are these newly introduced regulations impgdhe relationship between
service users and service providers (and if so,)hdmd, who gets to decide
what serves the best interest of the residentsintgiiectual and developmental

disabilities at L’Arche? This study set out to expl just that.



MSW Thesis — D. Tomlinson McMaster — School of Social Work

Background Information

Disability policy and deinstitutionalization

In order to discuss how contemporary social padiffgcts service
provision, it is necessary to provide a brief, g@hcise, history of disability
policy in Ontario. There is a dense historicalratere demonstrating how policies
affecting the rights and wellbeing of those livingh intellectual and
developmental disabilities in this province haverbshaped over the past
century; for example, Harvey G. Simmons (1982}igtextFrom Asylum to
Welfare,provides an in-depth look at this evolution. Arsfggant phenomenon
noted by Simmons was the common practice of houbioge with many forms of
disability in institutions. (For the purposes oiststudy | will focus on the
experience of adults with intellectual and develeptal disabilities.) This

process is commonly referred to as institutionslira

The Ontario ministry of Community and Social Seegavebsite also

provides a comprehensive, albeit slightly bidseépiction of the process of

! Despite substantial literature that documents the maltreatment of children and adults living

with various forms of disabilities while institutionalized (for example, Simmons, 1982; Brown et

al, 2007 and Fudge Schormans & Sobsey, 2007), the Ministry of Community and Social Services

website presents the historical development of these institutions without acknowledging or

accepting accountability for the horrendous abuses that occurred. Instead, these institutions are
4
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institutionalization and its eventual demise (Omt&overnment, 2009). When
describing why such institutions existed the webstates that, “doctors
counselled parents to send their children to uistibs...so they could be sheltered
from the stresses of everyday life and the judgmésbciety” (Ontario
Government, 2009). This is not to say that doolese acting alone. Instead
these doctors are but an expression of a largestabbelief that adults with
intellectual and developmental disabilities werahla to function in society and
could be/needed to be rehabilitated in instituti@re®wn, Buell, Birkan, and

Percy, 2007).

However, these institutions also served to sepandteiduals with
intellectual and developmental disabilities fromitHamilies, to isolate them
from their communities, and to exclude them from types of lives and
relationships that non-disabled citizens took f@nged, but this version of how
services for adults with intellectual and developtakdisabilities operated cannot
be found on the Ministry of Community and Sociah&zes website. Instead, this
particular historical narrative uncritically presethe practice of
institutionalization as best practice and as a efgyrotecting adults with
intellectual and developmental disabilities frora tharsh realities of life. The

need to protect those with disabilities is a comri@me throughout literature

presented as a necessary step in the evolution of providing care for children and adults living
with disabilities.
5
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and will be further unpacked, but first let me ¢oué to unravel the history of

disability policy in Ontario.

Beginning in the 1800s, asylufiisoused those who could not work and
were perceived to be a burden on society; the immctf asylums, or institutions
as they will be referred to from here on, was @regate those who lived within
their walls from the rest of society (Partingon02Q) Conceptually, these
institutions emerged from a humanitarian approactupporting those in society
who were seen as less fortunate and were orgaametd an educational model
of service delivery. As a result, they began asgs where residents could be
treated, potentially rehabilitated, and learn nsagsskills to be reintegrated into
their communities (Woodill & Velche, 1995; Kyle, 184/s, & Touw, 2010;

Brown et a] 2007).

At their inception it was not intended that pagsmts would permanently
reside in these institutions (Simmons, 1982). Broeminds us that these
institutions were originally created by “well-mengf, even “progressive”,
individuals in their time (p. viii, 2004). In Oniar the first institution opened in

1876 outside of the city of Orillia and accommoda2¢300 people at it's peak

> Asylums were large institutions that housed pewaptk various forms of mental,
physical, intellectual and developmental disaleiit{Simmons, 1982). They were
simultaneously overcrowded, lacked funding, andwsed medication (Brown,
2004) and often relied on a medical model of diggiwhich will be discussed
shortly.

6
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(Kyle et al 2010; Brown, 2004). As more and more people ywéaeed into these
institutions, while funding remained stagnant aachmunity support and
resources for re-integration dwindled, the educatmdel was no longer deemed
to be manageable. Coinciding with these increasedcge demands during the
late 1870’s was an ideological shift that no longewed adults with intellectual
and developmental disabilities as needing protedtiat, instead, understood that
“society was to be protected from them” (Simmorg82, p. 22). The
humanitarian tradition that determined the asyluadeh overlapped with and was
eventually replaced by a custodial model (SimmaA82) that was focused on

social control rather than education (Woodill & ®led, 195).

Many factors were implicated in this shift. It wdifficult to justify the
permanent isolation of adults with intellectual alevelopmental disabilities as
being ‘for their own good’. There was also the egeace of what Simmons
(1982) refers to as the myth of the feeble-mindéxae term feeble-minded was
coined when children, without observable physicatagnitive disabilities, who
struggled to do well at school began to be idesdifn increasing numbers; these
children were also referred to as being “simplaini®ons, 1982, p. 65). The
threat of the feeble-minded was their assumed adiometo social problems of
the time; specifically, unwed mothers, poverty, aniche (Simmons, 1982, see

also Brown, 2004). Feeble-mindedness was thus ipertas a moral disease that
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was undesirable and needed to be controlled oroatad (Simmons, 1982;

Brown et a] 2007).

Under the legislation of the time, only those wherevdeemed “idiots” or

“insane”®

were legally able to be detained in asylums, beite was an active
movement of social reform groups’ intent on soc@itrol who were organized
for the sole purpose of changing the legislatiothst the feeble-minded could
also be detained in institutions (Simmons, 198Rgr€ was great debate about
the feeble-minded who were seerf@most normal”; a class of people separate
from non-disabled people as well as from idiottuaatics who were more easily
identifiable either by physical impairment or cagre limitations (Simmons,
1982, p. 65). However, those who were seen as lhegide-minded did not
necessarily have any distinct physical charactesishat distinguished them from
the general public and could often go unnoticea anowd of people; therefore it

required the expertise of trained professionaldeatity who was feeble-minded

(Simmons, 1982).

As a form of social control, this process of betagegorized as feeble-

minded was vague and ambiguous but is represeafattithe rise of scientific,

® The terms “insane” and “idiot”, while often used interchangeably to refer to those who lived
with mentally illness, a physically disability and/or an intellectual and developmental disability,
actually refer to different things. Brown (2004) defines the historical use of “insane” as referring
to individuals living with a psychiatric diagnosis and “idiot” as referring to individuals living with
an intellectual disability.

8
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medical, and professional expertise — an expetisesimilarly came to rule the
lives of those categorized as intellectually orelepmentally disabled (Simmons,
1982). This was the emergence of the medical mafddikability, which

continues to play an important role in shaping lsability is conceptualized

and will be further discussed shortly.

However, the ultimate form of social control foropée with disabilities —
including people with intellectual and developméniaabilities and the feeble-
minded - was enacted through forced sterilizattomethod by which it was
believed that genetic deficiency — and thus moegletheracy - could be
eliminated (Simmons, 1982; Brown et 2007). The eugenics movement,
concerned with controlling the assumed threat elblie-mindedness and other
disabilities, moved north from the United State€tmada; Alberta was the first
Canadian providence to introduce sterilization928 and from there it spread to
other provinces - including Ontario (Simmons, 1982)e eugenics movement
was a dramatic rejection and devaluation of difieee L’Arche’s model of
service stands in direct contrast to this rejectind devaluation by creating

community with adults with intellectual and deveiogntal disabilities.

Reviewing this history it is clear that during thisie public policy was
being debated around the questions of who shouldhaould not be
institutionalized, who should and should not besdblbear children. At the heart

9
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of the arguments was the creation of what was toecto be understood as
“disability” and “disabled persons”. This conveisataround the social
construction of disability is an important concépthe research study and will be
further explored throughout this study. While tsigdy will focus on adults with
intellectual and developmental disabilities, foripaéferred to as lunatics or
idiots, the history of the myth of the feeble-middeas intentionally included in
this historical review to connect how disabilitydatine language used to describe
disability has been shaped over time. It is alpoagentative of how outsiders,
those who are categorized as non-disabled, act tingotisability community
through public policy. It is a historical markin§lwow our understanding of
disability can shift over time and how the powetfaifelling also shapes our

perception of disability.

Complicating this historical narrative of policyrfpeople with intellectual
and developmental disabilities even further wasetinergence of
industrialization. Notions of productivity, as dedid by a changing economic
landscape, complicated what it meant to be a dmrttng member of society.
Many people with disabilities were not able to meeteasingly restrictive
understandings of what qualified as ‘productivAlso, as a direct result of
industrialization, people were moving into smafieographical regions and those
who were perceived to be different (either becaig#hysical presentation, social

interaction, or cognitive ability) were that mucloma visible (Brown et al2007).

10
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An interesting observation to consider regardirggittstitutionalization of adults
with intellectual and developmental disabilitieshat, before the introduction of
capitalism, adults with developmental disabilityreveften successfully integrated
into the workforce, engaged to perform simpler orerepetitive tasks that did

not require specialized training (Partington, 2005)

When the economic culture shifted and these jobarbhe harder to find,
adults with intellectual and developmental disailesi were increasingly seen as
burdens (Partington, 2005). As is evident in Simshaescription of the
historical landscape of disability policy, indivialg with disabilities were seen as
a problem to be solved — a faulted individual teas of exploring how

environments could be impacting the human expegienc

However, through all of this there were dissentioges; in Ontario B. T.
McGhie was one of them. In 1928, McGhie becamattimg superintendent of
the Orillia asylum (Simmons, 1982). During his tiateOrillia, McGhie began
voicing his support for the deinstitutionalizatiohboth children and adults with
intellectual and developmental disabilities and mgtheminto the community.
He proposed the radically new idea that, “the npairpose of Orillia was to
prepare mentally retarded children to return tod@munity” (Simmons, 1982,

p. 123).

11
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Preparing children for life in community was onetled original founding
premises of institutions but was lost over timeduse of numerous ideological
shifts, making it seem once again to be radicMa®hie’s time. McGhie based
his argument upon the idea that between disablédhan-disabled children “the
points of resemblance of the groups are much grésa the differences”
(Simmons, 1982, p. 122). McGhie valued both graafpshildren equally. While
he recognized there were differences amongst titdreh, he also recognized a
shared basic level of humanity. This was an esaesttift in ideology because it
no longer placed a person’s value upon their cogndr physical ability but,
instead, assumed an inherent worth. This undenstguad an inherent worth is
integral to the L’Arche model and will be furtheqaored when exploring what

this model entails:

The social problem, or in other words the probldrthe community, would
seem to be to provide for the necessary trainimgsacializing of the
retarded individual and, having made this provismeducate the so-called
‘normal’ members of the social group to adopt pheland understanding
attitude which will enable the retarded memberske their place in
society and be reasonably happy (Simmons, 198224).

He believed that with the right supports and sooséetal restructuring, those
with disabilities could be integrated back into tmenmunity. McGhie’s and the

counter-perspectives of others like Hian been seen as the start of an

* Dr. Clarence Hincks shared McGhie’s understanding; one example can be found in a speech he
gave on January 28™ 1925 that called into guestion many common practices, assumptions, and
notions of the feeble-minded, however, his concerns were largely ignored (Simmons, 1982).

12
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ideological shift that, in time, led to a sociahstructionist understanding of

disability and to deinstitutionalization.

Moving forward in history to the introduction ofé¢tRehabilitation Act in
1955, those living with an intellectual and develgmtal disability were, in time,
able to access professional services which wergqugly not available to them
(Kyle et al 2010). Following World War Il there were an ieased number of
veterans who faced physical disabilities as a tefuhe war and, as advances in
rehabilitating veterans were made, these new téobies and interventions
expanded to include other individuals living withrius disabilities (Kyle et al
2010). In 1958, the Smiths Falls Hospital Schoolfdfe League, a group of
parents of institutionalized children began advimggtor improved services for
their children and family members (Kyle ef 2010). This was in stark contrast to
the (publicly) unquestioning parent of earlier yedamilies were now speaking
out and more often against institutions’ claim xpertise. Parent groups across
the province played a significant role in succe$sfmoving forward the process
of deinstitutionalization by advocating on behdlfteir family members (Lemay,

2009).

Hincks questioned the validity of confining to an institution a person with a low intelligence score
who could be integrated into the community as a good worker if s/he had an appropriate
education starting from a young age (Simmons, 1982). He spoke about social adaptability and the
importance of establishing supports in the community that would enable those deemed feeble-
minded to be integrated into community (Simmons, 1982).

13
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By the 1960’s, the Community Living movement watwacin Ontario: it,
too, was started mainly by family members who adginat individuals living
with intellectual and developmental disabilitieslledways been (although in
limited numbers), and should always be able t@, iivtheir home communities
(Kyle et al 2010). They argued that in their home communamsits with
intellectual and developmental disabilities cowld¢ce again, access the
relationships, love, and care of their family andrids from whom they had been
segregated. The institutional experience couldipgewenly a limited number (if
any) of meaningful relationships to people wittreltgctual and developmental
disabilities. Supportive family relationships pdalya significant role in the
successful reintegration of adults with intelletiarad developmental disabilities

into their home communities (Lemay, 2009).

With each passing year there appeared to be amggawomentum for
deinstitutionalization. In 1974, when tBevelopmental Services Auassed,
there were sixteen institutional facilities opengtin Ontario and providing care
to more then 10,000 residents with intellectual dedelopmental disabilities
(Kyle et al 2010). TheDevelopmental Service Aicttroduced, for the first time,
the concepts of autonomy and social inclusion éostérvices provided to those
living with disabilities and how the services wéoebe provided (Kyle et al
2010). The passing of this Act set the stage feratttive process of

deinstitutionalization.

14
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Current conditions for people intellectual and depmental disabilities
have evolved from segregation to a commitment9®8i71 by the Ontario
government to focus on a community-based systesemices instead of an
institution-based system of care (Kyle et2010). In that year, the Ontario
government announced their intention to closeeslidential institutions in a
document entitle€€hallenges and Opportunities: Community LivingPaople
with Developmental HandicagKyle et al 2010) However, it took until 2009 for
the final three institutions to close in Ontarioy(& et a] 2010). It wasn’t until
2008 that th&ocial Inclusion of Persons with Developmental Dikées Act
replaced the 197Bevelopmental Service A@{yle et a| 2010). The introduction
the 2008 act was an important evolution of disgbpolicy because, until then,
services and policy had been guided by a docurhahintas created prior to
deinstitutionalization. Frankly, the 19Dkevelopmental Services Agas out-
dated and no longer represented the current ideallogiance underpinning
developmental services. While there is still muebate about the motivation for
community care (as a matter of human rights oreftsgomore of a fiscal or
economic concern linked to a tightening of the prosal budget), it does also
represent a significant practical shift aroundllatéual and developmental

disability (Partington, 2005).

With this debate in mind it is important to highiighat, for good or ill,

community care has shifted responsibility for caney from formal state-run

15
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institutions to informal caregivers, such as thaifa (Galvin, 2004). In Canada,
it is estimated that 75 to 90 percent of all camvjgled to people with intellectual
and developmental disabilities is informal (Gah2004). This is an important
number to consider when looking at the on-goingettgyment of public policy

around disability.

As | have sifted through the dense and evolvingdaape of disability
policy it becomes apparent how ideology, politidahate, and social norms
affect disability. This historical account reminadg that policy has consistently
shifted and been re-negotiated to determine wlaodsis not deserving of service

and what constitutes “best practice’.

Best practice and the role of protection

At the root of this discussion of best practicéhis common element of
protection. This was seen in the historical litera and continues to play a
significant role in current policy development.Ganada, the United States,
Australia, and Britain there are various forms adila protection services and
legislation for people with intellectual and devmieental disabilities; these
services emerged in the 1990’s as a result of asimg numbers of reported cases
of abuses against vulnerable adult population$,idiieg seniors, adults with
developmental disabilities, and those accessingahbaalth services (Mansel et
al, 2009; Gordon, 2001; Beadle-Brown et2010).

16
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Throughout the literature there is some debatetkiwete living with a
disability are at greater risk of abuse and maitneat (Beadle-Brown et a2010;
White, Hollad, Marsland, & Oakes, 2003; Bigby & Ff2006; Mansel et al
2009). As a result of this mounting concern it segustified and rational that the
creation of relevant services or legislation - sas®ntario Regulation 299/10
has occurred. What is significant to note, howeigethe approach that is taken by
some of these measures to address abuse prevért@existence of abuse
prevention policies is a positive development. Hesvethe issue at hand is much
more complex and at times problematic then theseig® might suggest as will

become clear in a later section of this thesis.

Simmons cautions us with a reminder that this motibprotection, “against
the vicissitudes and cruelties of the outside wgdds back to the very beginning
of mental retardation policy and was the centrsiification for the asylum model
of care” (1982, p. 66). This will be important tedp in mind when considering
the potential impacts @ntario Regulation 299/16n life within L’Arche. It is
this historical understanding that prompts the ssitg of critical examination of
how protective policies interact with service paetis and users. Community
organizer John McKnight cements critical examima@s necessary by
articulating that often, under the guise of pratectsome of humanity’s worst

forms of victimization and abuse have occurred tgtp2005).
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Looking at contemporary disability policy, as iti€s in western countries,
White et al(2003) comment that much of it is a reactive measat attempts to
safeguard against the abuse and mistreatment g thith disabilities once abuse
and maltreatment have occurred. Protection, incmgelf, is a good thing
however this approach to protection does not reeeghe compounding factors
that may cultivate environments in which abuse odtiis argued that current
institutional policies which outline procedures feporting and responding to
abuse when it has occurred do not address anygir@ aneans of eliminating
environments or situations that cultivate or pdgstondone the abuse of adults
with intellectual and developmental disabilitiesh{ifé et aJ 2003). As a
prominent example of this, White et(@003) provide and summarize the
conceptualization of thiead applein policy making. This conceptualization
centres on the idea that maltreatment occurs becEusfewbad applespeople
who are deviant, the exception, and not the nond that, therefore, an
organization requires only thorough staff-screemiragtices to weed out these
bad apples and thus prevent abuse (White @0&I3). Again it is important to
recognize that this type of policy and procedune loa a valuable asset, however,

they do not often include pro-active initiativesstop abuse before it occurs.

In addition to the bad apple model, there is a bafditerature addressing
why abuse occurs in the context of caregiving i@hships between adults with

intellectual and developmental disabilities andrtbaregivers. Some research
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has suggested the competence of managers anddlagionship with staff is an
important factor in the protection against abuseesidents (White et a2003;
Cambridge, 1999; Foster, 2007). Other researclsiggested inadequate or
insufficient training of staff persons can leacabuse during interactions between
staff and adults with intellectual and developmedtsabilities in which the
disabled adults are engaging in, for example, \@haperceived to be difficult

behaviours (Chung & Harding, 2009; White et2003).

Emerging from the research literature, what is niastesting for this study
is the importance and significance being placechugm@ff culture’. There is an
increasing emphasis in the research into the atfusaults with intellectual and
developmental disabilities on an understandingost btress factors into the
caregiver relationship (Chung & Harding, 2009; VEret aJ 2003). However,
stress faced by staff as a result of often beiregworked and underpaid (Kittay,
1999) is but one component; staff culture — whrapacts both attitudes and
behaviour — is also shaped by the staff trainingaoizational climate, working
conditions and staff support (White et 2003). Each of these components
contributes to healthy, or unhealthy, working eamments and play significant
roles in shaping how relationships with adults wiittellectual and developmental
disabilities grow. It will be difficult in an unhd#hy staff culture, one in which the

staff persons are is overworked, bitter and resérftr staff persons to develop
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meaningful relationships with people with intelleat and developmental

disabilities.

Part of the staff culture is the way in which thiigy is constructed.
Individuals living with physical disabilities haygovided countless stories of
being talked to differently than their non-disabjezbrs; sometimes they are
talked to more loudly or more slowly (Liesner & Mil1999). There appears to
be a perceived understanding of, and a connectaerbetween, the individual’s
physical capacity and dependence upon others torga®ns regarding their
intellectual capacity that leads to infantilizingeractions (Liesner & Mills, 1999;
Robey et 812006; Cushing & Lewis, 2002). Unfortunatelyddes not require a
great deal of imagination to see how this infargilion of individuals with
physical disabilities might also translate ontoititeractions between adults with
intellectual and developmental disabilities andrthen-disabled caregivers and
peers. This notion of a staff culture will be ampiortant concept when exploring

the L’Arche model in light oDntario Regulation 299/10

Ontario Regulation 299/10
Ontario Regulation 299/1®&as introduced in the summer of 2010 and was
designed to accompany tBervices and supports to promote the Social Incfusi

of Persons with Developmental Disabilities Ashich came into affect in 2008;

> http://www.e-laws.gov.on.ca/html/statutes/english/elaws_statutes_08s14_e.htm
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the regulations captured Regulation 299/1@id not come into effect until
January 1, 2011 (Ontario Regulation 299/10, 20ADXkervice agencies that
provide supports or services to adults with intglial and developmental
disabilities are required to adhereRegulation 299/102010). All staff persons at
these organizations were also required to attending sessions in the fall of
2010. At this training, staff persons were inforntledt these regulations were
created as a result of concerns expressed bydadcacy groups of people with
intellectual and disabilities (Quality Assurancedderes, 2010). No indication
was given of who the self-advocacy groups were lwatwheir concerns were —

just that they existed.

There are two core componentdftario Regulation 299/1@hey are the
‘protection’ and ‘social inclusion’ of those withtellectual and developmental
disabilities (2010). These are concepts that conlyremerge when discussing
deinstitutionalization and will be important whemnsidering ifOntario
Regulation 299/1as or will affect L'Arche’s service modétegulation 299/10
was created to provide directives for facilitatswgial inclusion; creating
individual support plans; promoting health; abussvpntion & reporting;
confidentiality and general safety of service ug€nsality Assurance Measures,
2010). There are also eighteen additional Qualggukance Measures for
residential facilities, which include directives ewverything from recreation to the

physical structure of the residence (Quality AssaeaMeasures, 2010). While
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each of these directives is important, in thisaede it is the Quality Assurance
Measures that pertain to protection and sociausioh that are of particular

interest.

As part of the training arourfdegulation 299/10staff persons were
instructed on the types of training workshops tirgainizations can, and should,
provide to residents with intellectual and develeptal disabilities to educate
them around this new regulation. One evident bepéthis training is the
potential for on-going dialogue between familiessidents, and service providers
regarding the policies and procedures regardingaptevention. Additionally,
adults with intellectual and developmental disaleti will be required to
participate in annual workshops on abuse preveriQuality Assurance
Measures, 2010). This appears to be one smallrs&pfting agency responses
from reactive to proactivéntario Regulation 299/10efines abuse asction or
behaviour that causes or is likely to cause phy/gary or psychological harm
or both to a person with a developmental disahibtyresults or is likely to result
in significant loss or destruction of their propernd includes neglect” (2010, p.

2).

On the handouts provided to staff there were sékesacomponents that

adults with developmental disability should be faiLig order to safeguard against
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abuse (Quality Assurance Measures, 2010). TheskiBtlisted is boundary

training. The training material informs staff that

It is easy for the offender to prepare the persith avdevelopmental
disability for abuse by using for example, closehugs, or resting hands on
thighs when talking. These are actions that pard givers should never do
(Quality Assurance Measures, 2010).

The training materials also make the distinctiandistinction that service
providers must then make clear to residents andyfanembers - that staff
persons are not ‘friends’ or ‘family’ (Quality Assince Measures, 2010). As will
be addressed more fully in the next section oflser, this distinction of the
type of relationship that can and cannot exist betwstaff and resident may not

sit well within the L'Arche model.

Another potentially positive action introduced Rggulation 299/Q is the
requirement that all agencies have a posted biibbts for adults with
intellectual and developmental disabilities (Quyahssurance Measures, 2010).
Similar to the training provided around boundartis, bill of rights is to be
explained to residents and staff through a worksstgle presentation. It is
recognized that unless residents are aware oftiigais and how to access them a
bill of rights is, in and of itself, useless. Thidl of rights is understood not only
to be about abuse protection, but also to be partservice provider’s

requirement for agency-specific policy addressiogja inclusion, but the
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regulation does not define or set out any parametewhat is meant by “social
inclusion” (Quality Assurance Measures, 2010). A$ ve discussed shortly
social inclusion is an elusive term that is usedragleal goal but without much

concrete substance to measure this against.

L’Arche

The following is a brief introduction to L’Arche awn from the work of
Kathryn Spink in her booklean Vanier and L’Arche: a communion of love
(1991). L’Arche is an international Christian commiy made up of community-
based homes where adults with intellectual andldpugental disabilities and
non-disabled volunteers live together. These conitiesrgrew out of what may
at first seem to have been a haphazard invitatyadelan Vanier to a group of
people with intellectual and developmental diséibaito live life together. Vanier
founded L’Arche after a visit to a local institutiéor adults with intellectual and
developmental disabilities in France where he fotlmedconditions to be, in his
words, “repulsive” (p. 39). Vanier envisioned sdhmeg different; he had a
“desire to create homes — not institutions” (pA)the time he was living in a
small village in France, Trosley-Breuil and, aftés visit to the institution, he
invited three men from the institution to come livgh him in his home for a
period of one month. Being a reasonable man hagetchfor this trial period up-
front to see if what he envisioned for living withese men was manageable. On

the first day that the three men went to live Widmier, after a celebratory lunch
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and once all the guests had left, “he found himalelhe with this three new
companions” (Spink, 1991, p. 39) and proclaimeddsailin “completely lost”
(Spink, 1991, p. 39). Vanier then surrounded himsgh people, from his own
personal support network and eventually professsomaéno were able to provide

him with guidance.

There followed, for Vanier, a steep learning curveommunal living and
also on how to live with marginalized people. The&yydays were tough but if
you ask Jean Vanier why he extended this invitatetypically responded that it
was because it was what “Jesus wanted” (p.1).gagtcommitment to the
Christian faith is at the core of L’Arche commuegiand of Vanier's commitment
to pursuing his vision of what Jesus wanted himddoShortly after inviting the
men to stay with him he was asked to take on trextdirship of a local institution
(after its director left without much warning). Manwas reluctant to do so, as the
institution’s high number of residents would aliee small home environment he
had envisioned for L’Arche, but with no one elsaitable, Vanier accepted the
role. Due to the insufficiency of staffing and Vans inexperience the institution
soon erupted into chaos as he tried to reconadedmditions with his vision of
human dignity and the realities of the residene2ds. Eventually, volunteers and
local professionals began to assist Vanier to wstded the struggles and daily
challenges of those living with intellectual andrelepmental disabilities.

Vanier’s recognition of requiring the assistancetbfers would eventually evolve
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into a model of support that would come to charaatethe L’Arche model of
care. These humble and, at times, chaotic begisrgage forth to a movement.
Also, at this time French legislation was encourgdhe creation of smaller,
community-based homes for adults with disabilitte®ugh the financial
incentive of twenty-one francs per resident per. diayrance, this shift in
legislation coincided with the beginning of thegar global movement (evident

also in Ontario) of deinstitutionalization.

As of February 2005, there were twenty-six L’Aradmmunities and two
hundred L’Arche homes operating on a global sdatetér, 2005). L’Arche has
grown from Vanier’s invitation to three men to inde thousands of people with
intellectual and developmental disabilities worldei While each home is unique,
each follows a similar model. The adults with itgetual and developmental
disabilities are typically referred to as the “carembers” of the community, and
those non-disabled or differently disabled peopt®wome to live with or assist
the core members are referred to as “assistantsim@&, 2009). Assistants are, as
Reimer, describes them, “people who have for oasa® or another come to be
with them” (Reimer, 2009, p. vii). This is an indton of the philosophy of
mutuality that is at the centre of the L’Arche mbaed will be discussed shortly.
Interesting to note is that assistants, at one, tweee volunteers who were not
paid salaries but were, instead, given small hanores in addition to room and

board (Spink, 1991). Salaries were not paid begdtlseabsence of a regular
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salary would help them [assistants] to deepen &rdyctheir motivation” (Spink,
1991, p. 58). Currently, assistants are paid ssaddiries in addition to room and
board (Kelly, 2010). Together the core membersassistants share in and make

decisions about daily life (Spink, 1991).

At the core of L’Arche is relationship; Vanier & L'Arche on the simple
idea of acceptance of others despite circumstanability (Porter, 2005:
Cushing & Lewis, 2002). L'Arche is not modeled apotraditional professional
staff/client relationship but, instead, attemptdudd relationships in which both
participants contribute equally in their own waywever, these relationships are
not without their struggles. The relationships esgw core members and
assistants are always instrumental as well becasstants assist (Cushing,
2003). Many of the ways assistants assists istagks that adults with
intellectual and developmental disabilities carhmbn their own; Kittay (1999)
passionately writes of how these tasks — whiclolagr daughter requires much
assistance with (for example bathing, eating, dng$s- create opportunities to
abuse the trust placed in caregivers and creataslaiance in power
distribution. How this imbalance in relationshipgays out is widely debated
(Cushing, 2003) and accounts for some of the saeptiaround whether truly
mutual relationships can exist between adults wittllectual and developmental
disabilities and their caregivers. However, L’Ardeenot focused on idealistic

notions of equality as it is typically understobd} with giving and receiving
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from one’s ability (Cushing, 2003). Vanier belisubat for both those with and
without intellectual and developmental disabilitidse learning which needs to
occur in adults will take place as the relationgtepelops” (Foster et, @007, p.

40).

L’Arche provides a concrete example of what haenlaefined as a
transformational learning process; the core memdnedsassistants engage in this
process of transformation by coming together téebbeinderstand and meet each
others needs (Foster ef a007; Cushing & Lewis, 2002). This model recogsiz
that both core members and assistants receiveitsefiem living at L’Arche and
the relationships that develop there. To summatime| ’Arche model challenges
the “basic human definition” (Reimer, 2004, p. 6)uhat it means to live with a
disability, to provide care, and to be in relatiopswith adults with intellectual
and developmental disabilities as a caregiver. Bt a denial of impairment;
instead it is creating adaptive spaces for mulatuadf abilities (Delvin & Pothier,
2006). The culture within each L’Arche home is gebto meet the needs of
everyone who lives there and is argued to be ampbeaof what is possible when
barriers fall away (Porter, 2005). L’Arche is abpebple choosing to live

together and to fully integrate their lives togethe

Vanier was sure of two things when he startedjdumey, “one was that
what he was doing was irreversible; the other wesnaewhat ambivalent feeling
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about possible growth...there was a model of conitywwhich consciously or
unconsciously he was following” (Spink, 1991, p).A&ithin this is “an approach
which is more about being with and less about déanghe individual with
disabilities” (Foster, 2007, p. 44). While this debis revolutionary it would be
naive to ignore the many struggles within thesegnate communities. There are
many personal narratives of both core members ssidtants that highlight the
challenges of adapting to this way of life (Rein2009; Spink 1991; Cushing &
Lewis, 2002). Most of these narratives are groundedlational conflicts or of
experiences of culture shock — adjusting to livimg@n intentional community
(Spink, 1991). Life at Larche, like life everywkers messy. However, coming
out of this learning curve the larger Canadian Iche community has created
best practice guidelines for working and living hwédults with intellectual and
developmental disabilities entitlédore Than ConsulfPorter, 2005). (Direct
comparisons oRegulation 299/1@ndMore than Consulvill be woven
throughout this paper.) Beth Porter (2005) compdedtributions and knowledge
from many different residential settings acrossddnand from the individuals
with intellectual and developmental disabilitieslahe assistants who live there.
The focus of this document is the social inclugiwat occurs within the walls of
L’Arche - but also within the larger community —caon how other service
agencies might implement these practices to impseveices and supports for the
people with intellectual and developmental diséibdiwho use them (Porter,

2005). Porter summarizes the document by stating:
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Our hope is that this little book will stir indivighls in the general public
and social service agencies, friends and family beemand also
government policy makers to imagine new ways oingeand welcoming
the potential contribution of people with developra disabilities. A
society needs all its citizens to contribute i&ito be healthy. Ironically, it
is the very people whom our society so readily edes whose
humanizing gifts are most needed today. It wiltl®ugh meaningful
relationships — relationships of mutuality — tretting changes will come
about in the perspective and practice of individwald eventually of
society as a whole. And when the wider societygpdle benefits it
receives from including all its citizens, the warkpleading for inclusion
will no longer be necessary (2005, p. 10).

More than inclusion: L’Arche’s approach

In stark contrast to ho®ntario Regulation 299/18ddresses relationships
between caregivers and service users, the commainityArche (as outlined in
theMore Than Inclusiordocument) centres relationship as the main mefans o
achieving social inclusion (Porter, 2005). Whilernare many definitions of
what social inclusion means, it is my understandivag social inclusion is
ensuring that adults with intellectual and develeptal disabilities “have full and
fair access to activities, social roles and refegiops directly alongside non-
disabled citizens (Bates & Davis, 2004, p.197).i8anclusion is not merely
being physically present in a community and wasambdmatically achieved with
the closing of institutional care. This notion Heeen widely and soundly
critiqgued in the literature as it misrepresentsdkperiences of those living with
disabilities (Cummins & Lau, 2003; Partington, 2082ynolds, 2008).
However, the concepts of ‘community’ and ‘sociallusion’ are often still used

and understood to be interchangeable when disauasith developing disability
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policy. Community can be used to mean one of tthigwys; a geographical
region; a common identity; or to refer to issuedshsommunities (Craig, 2007).
L’Arche’s community is defined by a common identiyhile there is, arguably,
some overlap between the two concepts — commundysacial inclusion —
failing to recognize the particularities of eacmswuct can be a problem. The
separation of the two concepts serves also agetia) of this notion of physical

presence and social inclusion being one and the.sam

The question that remains is “Why does meaningiaiad inclusion of
adults with intellectual and developmental disale#i still appear to be an
unattained goal?” Much of the research that attertgpainswer this question
articulates that adults with intellectual and depehental disabilities continue to
experience isolation because their inclusion inmmomities may require the non-
disabled members of those communities to rethink they have structured the
community and the lives of the members in it (Pgtton, 2005). L’Arche
acknowledges that by focusing on intentional relahips they “challenge some
of the boundaries between caregiver and friendit@P02005, p. 78), but they
also willingly and actively rethink how they haveustured their community to
include adults with intellectual and developmewlighbilities. Within an
intentional, identity-based community like L’Archene which comes together
around a common mission or philosophical worldvi#ws restructuring and the

ongoing and reflective process of being socialbjusive may be easier than for a
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geographical region in which members may not feelteed or motivation to
consider engaging with the process of change tlagthe necessary to achieve
the social inclusion of all of it's members. Sogratlusion requires the members
of the larger community to shift their way of l#ea shift which may be resisted;
“the cry of the person in need inconveniences thdse are comfortable and

satisfied with themselves and their lot” (Spink919p.2).

L’Arche further recognizes that some have arti@dahat “professional
distance” is needed because of unequal powerldisisns inherent to care-
giver/service user relationships, however, L'Arell®o highlights that adults with
intellectual and developmental disabilities haverbsocially excluded and it
seems “illogical to prohibit friendships with caregrs” (Porter, 2005, p. 79). The
reality is that adults with disabilities tend tovslearery small social networks in
which staff or family members are often the onlysthsabled members
(Cummins & Lau, 2003). As | learned more about IcAe andOntario
Regulation 299/1fhe tension resulting out of the contrasting vieivthe
boundaries of professional relationships becameeeni Both Cushing & Lewis
(2002) and Pottie et €2004), in their research on L'Arche, also hightitpow
these friendships can sometimes manifest themstiuasgh physical touch;

again another practice advised againsDioyario Regulation 299/10.
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Human touch in care-giving relationships

There was limited research literature availabléhenuse of human touch in
care-giving relationships with individuals with éfiectual and developmental
disabilities; much of the literature that did exists confined to the profession of
nursing in which touch has been categorized asrmddmental human need”
(Bush, 2001, p. 256). Giasson and Bouchard (1998 Baush (2001), through
their own studies, highlight the potential benefitshe use of therapeutic touch
on an individual’s sense of well-being. Howevegd# studies also note that there
is limited research literature on the benefitshefrapeutic touch and that more

research is needed.

Gale and Hegarty (2000), in their work on the us®och with adults with
intellectual and developmental disabilities in fieéd of nursing distinguish three
types of human touch which will be important to sioler in relation to core
member/assistant relationships within L’Arche; egsive, functional, and
therapeutic. Functional touch occurs when a phiyseréng task occurs — this
type of touch is a result of a caregiver’s role andverbally communicates a
requirement for the touch to occur. Expressivehamonverbally expresses a
desire or willingness to engage in physical contatit another person. Gale and
Hegarty (2000), provide the example of “holdingesigon’s hand to convey
empathy” (p. 99). Therapeutic touch is used forghgsical or psychological

benefit of someone. Gale and Hegarty (2000) furtisinguish that functional
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touch is a routine part of a care-giver’s role, thait expressive or therapeutic
touch are used at the discretion of caregivershiwite field of nursing, their
research suggests that “expressive touch, usdekdately and professionally, as
a therapeutic medium, should be incorporated imbgorovision of care” (Gale &
Hegarty, 2000, p.105). In light of the blatant staagainst the use of physical
touch within the care-giving relationship explicitOntario Regulation 299/10,
and the anecdotal examples of how touch is woverugiout the L’Arche
experience between core members and assistanmisinterested in exploring

how this tension manifests in the daily practicek’Arche.
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Conceptual and theoretical framework

It is evident from the historical review that thaywdisability has been
conceptualized has shifted overtime and this hapeshthe development of
public policies and practices in the support angtlises for adults with
intellectual and developmental disabilities. Trahally disability has been
approached from a medical model; this was brieflgrsin the literature
summarized earlier and will be demonstrated thraefgrences to the history of
policy and practice outlined above. However, nrecently there has been an
ideological shift to a social model of disabiliBoth of these models will be
briefly described in order to introduce my own tretwal positioning within a

critical disability theoretical lens.

Medical Model of Disability

Through the lens of a medical model, disabilitpésceived as a biological
or medical problem, one that requires diagnosissgetialized intervention by
professionals (Foster et &007; Hosking, 2008). Through these interventioms
goal is to fix the problem and return the persothwhe problem to a socially
accepted — or ‘normal’ - level of functioning (Feiset aJ 2007). Therefore, the
medical model of disability places the problem is@atility on the individual

(Reinders, 2008), instead of questioning largerasogolitical and attitudinal
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factors that may be at play (a questioning whicli@ventually lead to the
emergence of a social model of disability that Wwéldiscussed shortly).
Important to note from this is that the medical mla@lies on the maintenance
and preservation of ‘normalcy’ (Reynolds, 2008)isT$ocially constructed notion
of normalcy often serves as a site of oppressiomttividuals living with a
disability (Llewellyn & Hogan, 2000), because itjteres individuals to strive for
arbitrary notions of what is considered to be ndrpased upon an able-bodied
bias. As a result, the medical model focuses ompktysical or cognitive
limitations and differences of the individual amdi$ contributes to the social
perception that individuals living with disabilisere different and are therefore
to be pitied, marginalized, and oppressed becdugsedre lacking the ability to

function normally (Barnes & Mercer, 2010).

Social model of disability

Alternatively, in a social model of disability & emphasised that disability
is socially constructed and is maintained by inasit#e structures (political,
attitudinal, economic, material social and ling@isin society (Foster et a2007;
Hosking, 2008; Tregaskis, 2004). Each of theseciras is maintained and
upheld as inaccessible by the oppressive attitatitee people who collectively
make up the system. Therefore, whether or not sopes perceived to be
disabled is dependant upon the structure of tloemmounity (Delvin & Pothier,

2006). Beginning to view disability through a sdcreodel of disability rather
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than a medical model, it begins to be possiblagw\how societal structures and
notions of normalcy discriminate against individuBing with disabilities
(Tregaskis, 2004). This model of disability puts tesponsibility for how
disability is understood and responded to ontactilkective consciousness
instead of on the individual who has been labetelaving a disability
(Llewellyn & Hogan, 2000; Tregaskis, 2004). Thisndirect contrast to a
medical model that aims to correct the impairmetd fix the individual - rather
than change the larger society by creating strastthrat are adaptable to

individual ability.

Limitations of the social model

However, there have been critiques of the socialehof disability.
Arguments are made to the effect that it de-empkaghe effects of impairment,
the physical or cognitive realities individualsdiwith (Mansell, 2006; Meekosha
& Shuttleworth, 2009) and, thus, is not alwaysuisole of people with
intellectual and developmental disabilities. Degyor minimizing that some
adults with intellectual and developmental disalesi will always require
assistance, service provision is shaped in vergifspavays. For example, it has
generated services that assist people to learls gkdt are designed to minimize
the effects of impairments, thereby making invisitile reality that that some
individuals will always need supports (Mansell, @0Reynolds, 2008; Bollard,

2009; Clements & Read, 2008). The social modelricaadequately address the
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reality of all impairments and therefore, should ne perceived as speaking with

one voice” (Foster et a2007, p. 37).

Reynolds (2008) stresses that the medical modeildi@ supplemented by
the social model of disability and not simply reqad by it because he finds value
in the many medical interventions that have progidssistance to individuals
living with various forms of physical and developmed disabilities. The model
should “be expanded to account for the bodily reaépresented by
impairments” (Foster, 2007, p. 38). Using the epkenof a diagnosis on the
autistic spectrum as his prime example, Reynol@8g2further argues that some
lived experiences are not products of how socestriuctured but instead are

inherent to the experience of living with specifigpairments.

Critical Disability Theory

Critical disability theory (CDT) is an emerging scth of thought that
developed out of a significant analysis of diséypitiscourse (Meekosha &
Shuttleworth, 2009; Delvin & Pothier, 2006). Thé&sao one singular definition
of what is theoretically encompassed by CDT (De&iRothier, 2006); however
at the core of CDT is — like the social model cfatility - the problematizing of
the understanding and/or perception that the abtiy+is the norm and the most
desirable form (Hosking, 2008; Llewellyn & Hoga®(®). As was previously
discussed, this idealization of the able-body em&fgom a medical model of
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viewing the body and disability. Where CDT différsm the social model of
disability, and where much critique is found in gueial model, is the lack of
research and analytic support for the social msdemise that the barriers an
individual with an impairment faces and the supptiiey then require could be
eliminated if society is changed (Rioux & Valenti2006). Instead, CDT
recognizes that “it is too simple to distinguiskability as either a physical or
social problem” (Bollard, 2009, p. 6), becauseoies not account for the reality
that even in a utopian world some individuals willl require some forms of
supports. CDT however, emphasizes that it is thaldeng of the individual who
requires such supports that is the problem, natttieaindividual requires
supports (Rioux & Valentine, 2006). CDT still higitits the body as important
unit of analysis because ignoring it makes the jglaysealities invisible. As a
result of CDT’s recognition of the presence of pbgisor cognitive limitations,
without devaluing the person, what emerges area@satons centred on equality
not of sameness (Rioux & Valentine, 2006; DelvifP&thier, 2006). CDT frankly
suggests that there is another way of understaradidgraluing the disabled

experience that is not dependant upon oppressivensaf normalcy.

Devlin and Pothier remind us that, “historicallye Wwave tended to adopt a
binary conception of disability: there are the disd (them-us) and the able-
bodied (us-them)” (2006, p. 5, see also Goodleyr&gaskis, 2005). CDT

challenges this binary and understands disabilggalirse as being political by
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guestioning “what-qualifies-as-a disability” (Delvk Pothier, 2006 P. 4). As a

researcher, CDT encouraged me to consider and kigp@stions of:

Access and patrticipation, exclusion and inclusi@hts and obligations,
legitimate governance and democracy, liberty andtgopublic and
private, marginalization and belonging, social grabon and redistribution
of resources, structure and agency, identity amsiopéood, and self and
other (Devlin & Pothier, 2006, p. 2).

Similarly, Kitchin (2000) — who is also working froa critical disability
perspective - views the use of research as agallitbol to challenge the
oppression and discrimination of individual wittsalbilities. These questions
were relevant not only to the methods | would usthis research project, they
were also questions that drove my interest indpetunder study here, and
which informed the how, why, where and when of ngjgct. Engaging with
these questions was then also a process of unifgaand re-learning what is
meant by, and communicated through, my own undwsisigs ideologies of

disability.

Language

The first step in this process was an interrogadilanguage and how it is
used to communicate about disability. CDT examtheswords that are used to
define “disability” and to describe and label peopiith disabilities because it
recognizes that language holds great power in sgdgoth what is understood to

be a disability and who does and does not couatpesson with a disability
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(Hosking, 2008). One example of the power of laggusurrounds two terms
central to any CDT (and social model) discussitimpairment’ and “disability”.
The use of either of these words can convey sanfly different messages
depending on which theoretical framework you angeged in. As critical
disability studies continues to grow and expandritswledge base, there is
continued debate even on the definitions of thesetérms (and the distinction
between them) however, | will provide a common n&ann which the two terms

are currently understood.

“Impairment” is typically understood as the presen€a physical or
cognitive limitation experienced by an individusilich as not being able to hear
(Delvin & Pothier, 2006; Llewellyn & Hogan, 2000h other words, impairment
is understood as something that is naturally oaogiin the human experience
(Delvin & Potheir, 2006). Using this example of tiesss and the physical
function of being able to hear, critically disatyiltheory would identify the
impairment as the inability to hear but would ne¢ she individual who cannot
hear as lacking but, instead, as having a diffeegperience. In this way it is
understood that impairment can have certain eff@etgn individual’s life and, in
response to critiques of the social model, undedstahat not all of these effects
can be eliminated by social or structural chanigeaddition, the meaning of these
effects is left to the individual with the impairmteéo determine — they are not

evaluated by (non-disabled) society more generally.
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A “disability” is understood to be the result oktktructures around a
person with an impairment that are disabling (De&iPothier, 2006; Llewellyn
& Hogan, 2000). This means that it is not becadsmondividual’'s impairment
that they are disabled but, instead, it is becafifigeir community’s response to
and interaction with their impairment that makedisabling (Delvin & Potheir,
2006). The way in which modern societies have lmeganized physically,
politically, socially and economically means thagy operate as sites of
discrimination and oppression for individuals witttpairments because society
fails to recognize and adapt to a full range of hnoraxperience (Barnes &
Mercer, 2010; Delvin & Potheir, 2006). From a CDa@nework, living with an
impairment is “different from (rather than inferitr) being non-disabled”
(Clements & Read, 2008 p. 4). This distinction dfatvis meant when using each

term is important to the framework of CDT.

Similarly, CDT explores the language used to redesr address individuals
and/or groups of persons living with disabiliti@ath Devlin and Potheir (2006)
and Titchkosky (2001) highlight some of the delsateounding the discussion of
language. To summarize, there are two distinctashaf thought on how to
name disability. The first is the use of the lamgpiédisabled person”
(Titchkosky, 2001; Devlin & Pothier, 2006). Titchddoy (2001) argues the use of
this language represents the acknowledgement thextsan is disabled by forces

outside of themselves and not by their impairmims.thus a political use of
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language that keeps the focus on these disabliegdamutside of the person.
However, Delvin and Pothier (2006) argue that tiss of language
inappropriately insinuates that the whole persatigabled because of their
impairment making this the most important aspecheir experience and identity

— something which many people living with impairrteehave trouble with.

The second terminology, which is currently favouire@€anada among
people with intellectual and developmental dis&ébsi is the intentional use of
“people with disability” which is seen as an exaenpt “people first” language
(Titchkosky, 2001). People first language interdilbnputs the person first before
describing impairment. The use of this languaghaasight to reduce the
objectification of those living with disability byecognition of the personhood of
the individual (Titchkosky, 2001; Devlin & Pothe#006). Devlin and Pothier
(2006) opt to use persons living with disabilitiecause they find “it is the least
worst option” (2006, p. 4). They do not offer thege of person first language
without critique, adding for consideration that,édo not speak of persons with a
gender or persons with a race” (2006, p. 3). So ehwe speak of persons with
disabilities? Because - like ‘disabled people’ laage — it, too, is political.
Difference matters and, as a researcher, | mustirewgilant to questions of
language and critically reflect on the languagé ihased — by myself and others
- to define and describe “disability” and “peopléwdisabilities”: “Is it

empowering?” Or, “Does it continue to construgaghology of disability?”
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For this study | have chosen to use the term idd®di(s) living with
intellectual and developmental disabilities inste&ahtellectually and
developmentally disabled because, at this pointyrown journey of
understanding disability, it is the term that &i€st with me. In contrast to
Titchkosky (2001), | feel the people-first term esgses an active political stance
recognising that you are an individual first wh@peans to live with a disability,
whereas the disabled people term, for me, feelstias individual has been
immobilized by their impairment. In her work in @@n care, Christina Sinding
recognizes “how common it is...to deny that diffexe matters” (2009, p. 167).
The language we use can either be empowering emghiswering and Meekosha
and Shuttleworth (2009) stress that language walgntical context must be

empowering for those to whom it makes reference.

Moving forward connecting L’Arche with Critical Dis ability Theory

L’Arche has been described as an example of whadgsible when barriers
fall away (Porter, 2005). The L’Arche model of Seevprovision is unique and,
as part of my learning for my research projectahted to examine how they
have created communities that are supportive aghathbers. A foundational
belief within L’Arche is creating communities andhptices that engage in active
dialogue and learning around how to create thgsestpf inclusive spaces (Foster
et al 2007; Porter, 2005): creating a collective comssness of how we engage

or disengage members of a society, while simultasigavorking to “change our
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patterns of social organization, so too might weeh@ change our understanding
of what and who qualifies as disabled” (Devlin &HRer, 2006, p. 6). Essentially,
critical disability asks us to analyze how we hatrectured our society, our
communities, and our lives to either enable orldesandividuals based upon their
physical or cognitive abilities. It wonders, todf, we rethought how we
structured society, would disability exist?” Itnet asking would ‘impairment’

still exist in this new societal arrangement, iasking if ‘disability’ would.
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Methods

Purpose of the study

The purpose of this study is to examine how pytdiicy affects the provision
of social services for adults with intellectual atel/elopmental disabilities. More
specifically, this study focused on the researadstjan “How does a particular
public policy Ontario Regulation 299/)(attempt to regulate the therapeutic
relationship between adults with intellectual aegelopmental disabilities and
their caregivers in the context of L’Arche?”

When | began conceptualizing this study | knew thaanted to include
the voices of the core members in examining theapieutic relationship with
their caregivers. | knew, too, that | wanted tok@t policy and its impact on
service provision but | was not, initially, sureladw to do so — whether to look at
the effects of policy more broadly, or to choogmdicular policy and, if so, how
to determine which one. It wasn’t, however, uhéipproached the board of
directors at L’Arche to learn about their procekapproving research projects
that | had even heard Gintario Regulation 299/1®Being newly introduced in
Ontario during the summer of 2010, L'Arche was, atilllis, reflecting on what
this new policy means for their organization. Bgudsing my study o®ntario
Regulation 299/1@ not only allows me — as a researcher — to e

emerging policy and its effects, but also allowstmexplore and potentially

46



MSW Thesis — D. Tomlinson McMaster — School of Social Work

answer questions that the organization may be wgr#irough itself. It was

important to me to do research that the communightrbenefit from.

Study Design

| completed a qualitative case study at L’Arche Hemm. | chose L’Arche
Hamilton as a single-case design because it allonetb focus my efforts on one
setting while exploring all the complexities of tfreationships betweedntario
Regulation 299/1@nd the L’Arche community within its own conte$téke,
1995I; Flybjerg, 2006; Darke et,dl998; Yin, 1981; Kreuger & Neuman, 2006).
Case studies are often used to answer questichewfor ‘why’ (Yin?, 1994):
this study will attempt to shed light on h@wtario regulation 299/1@nay
impact life at L’Arche. Case studies are also catelti when looking at
organizational decision making, communities, hisgreconomic development or
housing structures (Yin, 1981), making it well sdifor this study as L’Arche
reacts to and continues to develop in the shaddnstifutionalization. | believe it
is important that disability policy be mindful dfe history of institutionalization
and learn from its mistakes in order to not merebreate these errors. As has
been previously mentioned, institutional policiesr&vwell intentioned but

morphed into oppressive practice overtime.

In its design, a case study allows for multiplespectives on the same
phenomenon, thus capturing a fuller understandthgbjerg, 2006) which, for the

purpose of this study, is important because | mbt want to hear from the

47



MSW Thesis — D. Tomlinson McMaster — School of Social Work

assistants but, more importantly, from the core tenmas well. This practice is
also consistent with CDT, which seeks to includewbices of those living with
disabilities in all forms of knowledge creation (ida & Potheir, 2006). Hosking

(2008) reminds researchers that:

Able-bodied people think about disability from thable perspective...it is
only by listening to and valuing the perspectivethose who are living
disabled lives that the able bodied can begin ttetsitand that even severe
disability does not have to prevent a joyful andial life (p. 13).

Related to this principle | relied upon the L’Archest practices documeiMpre
Than InclusionPorter, 2005) — a joint effort between core meralaad
assistants across Canada — as a source of infomeiwell. So, while case
studies often rely heavily on interviews, they adlow the flexibility to draw
from several other sources, including organizaliomaterials (Darke et all998;
Yin, 1981; Yirf 1994). In light of the emphasis by disability aistts and
researchers placed on constructing a researchcptbg is centred on the
knowledge held and produced by adults with intéllacand developmental
disabilities, | not only interviewed core membesd utilized a document that
significantly incorporates their perspectives, &lsb spent significant time in the
Hamilton L’Arche community to develop a more pemapand hopefully more

accurate, knowledge of life at L’Arche.

Ethical considerations
During the planning and preparation stage of thidystwo significant

ethical considerations arose for me as a researobecerns that required
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intentional effort on my part to work through thpotential implications for this
study. The first of these considerations emergekvideginning to construct the
study design; it also serves as the largest lironadf this study. Disability
advocates, allies and researchers have made itlabtiyi clear in the research
literature that any attempt at the creation of kizolge about disability requires
the full and active participation of individuals whve with disability during the
creation, implementation and data analysis of dys(Bollard, 2009; Kitchin,
2000;Clear, 1999; Goodley & Tregaskis, 2005; De#liRothier, 2006). As a
researcher | wholeheartedly believe this is trug lbecause of the limited time
frame of this study (just shy of six months), itanaot possible to design a study
with this level of intentional participation. In dition, as a researcher without an
identified disability, | struggled with whether dald engage in a master’s level
research project without actively involving the @mnembers in all stages of my

study.

In the end, after much reflection and dialogue piglers and mentors, |
decided to proceed cautiously with this researatiystaccepting that time would
not allow me to conduct the type of research | wadeally like to do, and
recognizing that my positioning as an able-bodesgarcher would influence
how I interpret and represent the data. What ldéicide to do was to involve core
members as much as possible (this will be elabongen in my description of

the research methods). | believe that researctlitscpl and, by proceeding with

49



MSW Thesis — D. Tomlinson McMaster — School of Social Work

the study, | hope it will begin a dialogue arouhd &ffects of this bill and
facilitate ongoing research that is able to incoap®the voices of the core

members in a larger way.

The second ethical concern relates to the typeataf being sought. Due to
the personal nature of discussing with the core beemtheir experiences of
living within an intentional community | was mindfilnat many of the core
members may also have lived within institutions Hrat these conversations
could potentially raise for them memories of polgsitaumatic pasts. With this in
mind, the questions that would be asked of the owmbers were created to
reflect the themes that are captureddmtario Regulation 299/1(.e., social
inclusion and protection) without venturing tooseaty to the topics of abuse
prevention, physical touch or safety. For exan@phtario Regulation 299/10
addresses abuse prevention but | did not ask censhars specific questions
about abuse prevention but, instead, asked abaattitmvs like to live at L’Arche
or if they felt they belonged at L’Arche (with prgtmg questions to explore their
relationship with assistants and how they did drribt feel cared for) (See
appendix A). Each of the questions also focusethempresent and was designed
to allow the core members the space to answewniayathat was comfortable for

them without purposefully leading them to divulgeit past experiences.

Again, because of the delicate nature of the tapttthe limited scope of
my relationship with the core members, there wenes during our conversations
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when | wanted to ask more but restricted myselibse of the potential risk of
emotional harm. As will be discussed further it section of this thesis, the
limitations imposed by the time frame left me witlany thoughts of how this
study could be expanded to include not only mote@gparticipation of
individuals with intellectual and developmentalahbdgities, but also more
discussion with the core members as to their ownghts on abuse prevention,

safety and physical touch.

Recruitment

After receiving ethics clearance from McMaster Wmgity Research Ethics
Board, | distributed fliers (see Appendix A) to baif the four L’Arche homes in
Hamilton. These fliers provided a brief descriptaf the study and also informed
core members and assistants that | would be attgradiL’ Arche community
barbeque and would be available to discuss the stad recruit participants for
this study. In an attempt to introduce myself ® #issistants and core members
before attending the barbeque, | had hand-delivitredliers and provided verbal
descriptions of the study to the assistants anel m@mbers who answered the
doors. In addition to attending the community bgtiee | also attended an
evening worship service where, after the serviamra member whom | had
already interviewed took it upon herself to assistin my recruitment efforts by

openly sharing her involvement with the other merslod the L’Arche
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community. As a direct result | was able to sec¢heefinal core member

interview | was seeking.

As part of the recruitment process each potensigigpant was given a
letter of information and consent (see Appendixn@ &) which provided
potential participants with the parameters of tiuelyg and with information about
risks and benefits, and their rights around nowans g questions and/or
withdrawing from the study at any time. The lettémformation and consent
was also verbally explained to each of the potepasticipants by me and time
was provided to answer any questions about the/stiglially, there were more
guestions asked about me personally (e.g., howwbs; was | married; did | live
in Hamilton) than there were about the researcfeptdtself. This was a clear

indication to me of the importance building rappaetyed in this community.

Participants

In total three core member and three assistants wegrviewed for this
study. Each of the core members | interviewed le&s lbiving at L’Arche for at
least fifteen years and has lived at two diffefemnes. None of the assistants |
interviewed currently “lives-in”, meaning they dotrreside, at present in one of
the community homes, but each continues to be gragdlby L’Arche in other
roles. Each of the six participants was given aigesaym that would be used to
refer to them in the discussions and findings seaif this paper. | chose to use

names as pseudonyms instead of an acronym (e.d.)®klcause the use of an
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acronym felt dehumanizing. For the core memberp#eeidonyms Lauren, Liane
and Ben were used; for the assistants the pseudo@yifran, Oliver and Cait
were used. As a result of the intimate size of ke and the close-knit nature of
the community | am not providing any descriptiveormation about the

participants in an additional effort to maintaieithconfidentiality.

Data collection

Data was collected for this study through semiettned individual
interviews with core member and assistants of Lh&rélamilton. An interview
guide (see Appendix D & E) was used with severainpts after each question
which expanded upon the themes captured by eactigneCore members and
assistants were asked differently worded questimaisaddressed the same
content; social inclusion, care, participation, éfedat L’Arche. The questions
were worded differently to reflect the differenta® core members and assistants

fulfil in the L’Arche community.

The interview locations were arranged with theeamembers and
assistants at times and locations that were coamefor them. After discussing
with the core members and assistants the issuenfilentiality and the potential
for more limited confidentiality if interviews togidace within L’Arche group
homes, two core members chose to complete theviewewithin the community
and one at their home while two assistants chosedoview at the L’Arche main

office and one chose to be interviewed in the comityuFive of the six
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interviews were tape-recorded with permission, ame member requested | not
tape the interview and extensive notes were talgdrahd instead. Audio files
were identified by the participants’ pseudonyms pasisword protected on my
personal computer. Any paper documentation wagdtora locked drawer at my

home office to which only | had access.

Analysis

After personally transcribing each of the intervigwanalysis of the data was
conducted using the open coding method (Strausst&ify, 1998). During this
process conceptual themes that emerged from guatits’ responses were
labelled; this process of labelling concepts wélsi@mced by concepts important
to my theoretical perspective as well as thosealedeby the literature that | had
explored for this study (Strauss & Corbin, 1998p%i1994). After the initial
process of conceptualizing many of the themeseiretrged from the data, some
of these were then grouped together with similaucepts and a larger thematic
category was creaté@Strauss & Corbin, 1998). This stage of the arislys
established the categories and sub-categorieg afdta — the different thematic
ideas that helped me to make meaning of the datavarch will be taken up in
the discussion portion of this study. After comipigtthe analysis and discussion
portion of my thesis | contacted the core membeamsl @ssistants) a second time

to show them how their data had been interpretedthe thesis and allow them to

® For example the concept of family and touch were categorized under the concept relationship
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direct any changes they felt were needed if | h&tepresented their experiences

and thoughts.

Limitations

As previously mentioned, a significant limitatiohtbis study is that it did
not include the participation of adults with inegltual and developmental
disabilities during the design, implementation valgsis phases of this study
(outside of member checking). Additionally, dudhe size and time restrictions
of this study, there was a small sample size of tmee core members and three
assistants. As a result, | was unable to includeasy of the core members
voices as | had desired and had more limited datawhich to work. Also, not
working directly with adults with intellectual amig&velopmental disabilities
during the data analysis, | had to be mindful oivhmy own biases and
assumptions might impact my analysis and conclgsadoout what was
represented in the data. | was also limited ingilxestions | could ask of the core
members as a result of the potential of re-trauratiin from questions that might
have triggered memories of living in other groupries or institutions. Often
during our conversations there were glimpses afplist but | was careful not to

ask them to expand on these.
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Findings and Discussion
While each of the conversations | had with the eneenbers and

assistants was unique and represented the diggérdg journey that brought them
to life at L’Arche, there were clear themes thatewsoven throughout and which
united their stories. The following section wibldus on the two major themes of
“relationship” and “valued contribution”. Associdtaith the theme of relationships
at L'Arche, the sub-themes of “family” and “toucWill also be explored. In order to
unpack these themes I will use quotations fronptmicipants as the basis of my
discussion and will incorporate linkages from mgdretical framework and from

the literature when appropriate.

Relationship

The reality reflected in the literature is that veavthroughout the L’Arche
experience is the common thread of relationshipt@®c2005; Pottie et a2004;
Cushing & Lewis, 2002; Foster et @007; Cushing, 2003; Reinders, 2008). This
was also supported by my conversations with conmlpees and assistants. |
heard firsthand from both core members and asssstdnout the value and
importance placed upon relationships within L’Arclait, an assistant, when

asked about the strength of the L’Arche model shérat:
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The focus on community, the focus on relationshipisink is really at the
heart of L’Arche.

She went on to describe the relationship as “atifahfamily,” a common sub-
theme that emerged when core members describedetetionships at L’Arche
(this will be discussed shortly). Another commonrevavas “friend”. When |
asked the core members who their friends wereAstchie, each of them stated
several names; some of these names were of otreenmmmbers and some were
of assistants. When | asked Lauren she exclainfe®, got lots!” During our
conversations often both words, “friend” and “fayhjlwere used interchangeably
but, most importantly, the choice of either wortlaets a relationship that is not
bound by a strict professional border but, insteadxperienced by both

caregivers and adults with intellectual and develeptal disability mutually.

This type of relationship is in stark contrasttie telationship outlined in
Ontario Regulation 299/1(2010) which outlines rigid boundaries for separat
between family, friend, and professional relatiopsfihe legislation mandates
professional distance while it was apparent fromamyversations that L’Arche
however intentionally attempts to foster intimagationships. It was important
for me to hear from both the core members andgbestants that friendships, or
relationships, exist between core members andtas@decause it cemented for
me that this wasn'’t just an idealized practice fbon paper but one that was

being lived out in practice.
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L’Arche as family

For me, the most powerful word used to descrileedifL’Arche was
“family”. Each of the core members interviewed itiéed L’Arche as being like
a “family”, as did each of the assistants. For ezfdine core members this was
the primary word chosen to describe what it was Itking at L'Arche. As will be
shown shortlyOntario Regulation 299/18oes not encourage this form of
relationship instead they assert that caregiversiat family or friend (Quality
assurance measures, 2010). It was significant tbenause of the societal
importance and norms placed around the family amit how it represented their
relationships within L’Arche as being a primaryat@nship for them. This is not
to say that the core members or assistants haleecegpor forgotten their birth
families or other families that may live outside tiArche community (as most
did make references to outside family); it is, @&t, a significant reminder of the
intimate and bonding relationships that form withiArche. But don’t take my
word for it; listen to the voices and experiencethe core members because they
said it so beautifully. Ben, a core member, idégdithat L’Arche was especially,

“a good place for you if your parents have passeaya

When | asked another core member, Liane, to deserhat she meant by
L’Arche being like a family she shared, “like whgou have a brother or a sister

but they're all from different homes and you dotfs together”. Through this
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seemingly simple statement she has articulateddheng together of the eclectic
mix of people who find themselves living at L’Archea mix that is articulated in
the literature and one which | observed throughloistproject. However, this is
not said to idealize that everyone who comes torth# comes together
perfectly; this community — this family — like aoyher has its fair share of
problems and challenges. However, returning taigeeof the term family to
describe L'Arche, Lauren, another core member dttitat “We tell people at

L’Arche that we love them like a family”.

Lauren goes on to share what family looks likeeo Ity sharing:

It's been like a family because we've been backfarith to different
houses...we're so close to the other houses, withlking
distance...when there’s birthdays we make a caddnango to the other
houses and we celebrate them with cake.
Descriptions like Lauren’s are examples of howrttationship between friend,
family and/or caregiver is blurred within L’Archit.seems that this blurring of

boundaries is exactly what the regulations arergiting to curb.

While some may contest the use of this word, “fghiLevine, 1990), and
its implications, it is important not to let thigsttact from what this word alludes
to — relationship. Levine (1990), picking up oe tthallenge of defining family,

problematizes its traditional boundaries and asdbdt:

Family members are individuals who by birth, adoptimarriage, or
declared commitment share deep, personal connediwh are mutually
entitled to receive and obligated to provide suppbwarious kinds to the
extent possible, especially in times of need (. 36
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It is clear from my conversations with the partaops that L’Arche is rooted in
this type of relationship. What is of great impoxa to note is the significance
that these core members place upon L’Arche asnagpyiand genuine
relationship. In the conversations | shared with participants | heard a
commitment by assistants and core members of L'&tolcare and provide
support for each other.

It is also important that we not forget that thoterof “family” is one of
the main reasons that the Canadian Mortgage andiktpCorporation named
L’Arche as the only best practice model of grouplean their 2006 report,
Housing for Adults with Intellectual Disabilitiesgnk, 2010. It is this exchange
of mutual relationship, which will be unpacked fet shortly, that provides the
basis of what it means to be a member of the L’Arcbmmunity. Oliver, an
assistant, provided a detailed example of a relaligp he shares with a core
member that highlighted many of the themes oftthesis and will be referred to
throughout. To start the dialogue Oliver beginshgring:

I’'m really good friends with the core members in hguse...and | do think
that if and when | move on that | will still considthem friends.

Oliver articulates two important realities withimArche: first, that friendships
exist but, second, even though assistants ofte [e@rche, these friendships
frequently continue. The reality that these fridrigds continue between core

members and assistants was also captured anddhitgdiin the stories told in
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More than Inclusior(Porter, 2005). Cait, an assistant interviewedts study

light-heartily shares:

| will say this, when assistants come back to ammunity they don’t
come to see [the directors] they come to see theeroembers because it's
with them that they have the relationship and messjstants do stay in
touch and that’s pretty cool.

Liane, a core member in this study, shares thatreeeto keep to keep in touch
with assistants but “it's hard because they movaydwShe also shares that
sometimes assistants who have moved away will thalbffice and tell people
how they are.” This is a reality of the L'’Arche ned- that some assistants are
not there long-term and they do eventually leagecitimmunity. This leads me to
wonder if this is part of why the makers of theukagjon want to limit the
interaction and potential for friendship betweereegivers and adults with
intellectual disabilities, to protect them from thetential of emotional harm

when assistants leave.

Lauren, a core member, reflecting on assistantsrigahares, “when
assistants leave L’Arche we go around and we puad$ian their head and we
give them a candle and say “thanks for being héeting the worship service
that | attended, | had the privilege of witnessomg of these goodbyes. A young
man was seated in a chair and every member of fkrelhe Hamilton community
stood around him with their hands either on hissaamd shoulders or wrapped

around the person beside them. A few words werkaaout him and then a
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parting song was sung. | was surprised however thieatone of the evening was
not one of sadness but, instead, like a graduétfeit more like a rite of passage;

he had spent his time in the community and now & mvoving on.

L’Arche as family: language of inclusion

Assistants leaving L'Arche is a reality that corembers live with but is
also reflected in the philosophy and language asédArche. Gillian shares:

The lingo at L'Arche, | think it's unique. Intentially referring to, being

careful and mindful of your language, and how feetls how you perceive
other people.

As was reflected upon earlier, the language wearuseciety to name and label
disability is important. Current debates with cati disability theory are important

conversations to have and should continue to be®@aitl said:

The word “core member” tells you that the peoplthvmtellectual
disabilities are at the centre of the organizatidrey were members before
| was and the assistants — they're it. It's not¢ Wke’re the organization
helping them. So just by the name it raises theatstatus of the core
member within the organization. We gather arournth

Another way the relationship between the core mesied assistants has been
described is that the adults with intellectual degtelopmental disabilities are the
hosts and the assistants are the guests (WebbéWjt2A10). This distinction is a
reflection not only of the positioning of peopletlwintellectual and

developmental disabilities as the “core” of theasrigation, but also of the reality

that once they have moved in, many core memberssehto stay long term
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(Porter, 2005). It reflects, too, the organizasawareness of the phenomenon

that assistants sometimes leave.

How relationships affect assisting
Oliver offers his own explanation for the phenomenbassistants coming
and going:

People are going to come and it’s going to be gran they're there but
they probably won't stick around for too long besalit’s a lot of work.

It is important to remember the functional roletthssistants play in the lives of
core members when discussing the relationship legtwere members and
assistants because it became evident in my coni@rsdhat these relationships
are what keep many assistants at L'Arche for ag &mthey are. Oliver
articulates that relationship is what makes theetones difficult work of

providing care for another human being possible:

There were days living-in that | would just go ®docompletely drained
and to wake up in the morning and know that yogjeeto do it all again
but...just even seeing this guy, just seeing his,fgou kind of forget it all
and it's like... you're just helping a friend. Hesf happens to need some
help in these areas and when there’s a relatiortshifs so much easier to
do.

It is because of this recognition of the work — ligour — of providing care that
prompts some to take issue with the possibilitg@iuine relationships existing
between core members and assistants, becausesgfaimengly unequal footing
the core members and assistants come to the redhtpwith (Kittay, 2001). Itis

this very focus on the type of relationship, thesibility of real friendships
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between core members and assistants that invadvertvision of care, which is
at greatest odds witAntario Regulation 299/10rhe regulation encourages the
maintenance of professional boundaries betweemiwans and adults with
intellectual and developmental disabilities. Howewéthin L’Arche it seems that
in regard to the challenges the assistants faeddtour of care) or that the
organization faces (assistants leaving), the impgetch is minimized by the
presence of relationship. The legislation woulchsée suggest that such a
relationship is neither possible nor desirable. éttheless, in light of the isolation
and segregation that many adults with intellectunal developmental disabilities
faced living in institutionalized care, | wondenhave can deny core members
and assistants the opportunity to engage in meanirgationships with each
other. It appears to be the way these relationshight play out (i.e., the risk for

abuse) that creates tension between the new regubatd life at L’Arche.

Touch — Healthy or dangerous?

One of the resounding elements of this relationgap the core members
stressed was the importance that exchanges ofgalhyse., hugs) and verbal
affection (i.e., statements such as “I love youaypn their interactions, not only
with other core members but between the assistantgell. Lauren described that
when she is feeling upset about a personal lifatemt assistants often give her

hugs to help her feel better. She went on to des@ne of her relationships with
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a long-time assistant (whom she did not name) tatddthat not only does the

assistant gives Lauren hugs but that “I give hgshtoo.

These exchanges of affection are believed to ptayn@ortant role in the
well-being of core members and are an expressitineofelationship that exists
between the two adults. Assistants also toldesasf how physical affection
plays out in celebrations or in daily life. Olivevhen describing a close

relationship with one of the core members, shared:

| just really like the guy a lot and we give eathay big bear hugs each
time we see each other. It's really fun.

Throughout the conversations, the types of physatath that were described
were not functional (task) touch but expressiveto{Gale & Hegarty, 2000). In
light of the dark history of isolation and rejectiof adults with developmental
and intellectual disabilities, having non-disabpesbple choosing to be in close
proximity to labelled people and vice versa isrargg rejection of this history of

being considered untouchable or repulsive. Caigsaistant, beautifully asks:

Why should we be denying people physical touch witeysical touch is so
important to humanity?

This question prompts the important discussion oy are we denying or placing
limits on the role of physical touch in the relaiships between core members and
assistants. The restrictions on the use of touskegby the incoming regulation
were also noted by the assistants. Reflecting ermnitorporation of the new

regulations into life at L'Arche Gillian shares:
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It's challenging for us. We've talked about physicaich for example —.
That’s a big one.

From my conversations with assistants | have canse¢ that L’Arche is still
trying to make sense of how to incorporate the legguns without dramatically
impacting or changing their service mode. If yoad¢hrough the regulation it
may not immediately jump out at you as to how oermthe regulation speaks
against this type of interaction — it didn’t for raggher. However, all L’Arche

staff had to attend a training session in theda010 on the new regulations and
this prohibition against physical touch was incldidie the hand-outs made
available to attendees. To state it plainly, phaisicuch and relationships are

being discouraged in the regulation as a meanbugeaprevention.

Ontario Regulation 299/10 — A threat to relationstp?

Also emerging from these conversations is the pdggiof these
relationships as characterizing a form of socielusion. When asked, all three
core members answered - without hesitation - they felt that they belonged at
L’Arche. As has been discussed, there is overlapaambiguity about what is
meant by “community” and “social inclusion” butistevident that in L’Arche to
be in community and to be socially included is fdum relationships with other
people. Throughout, all my conversations were &prigs of celebrations,
anniversaries, shared meals, social gatheringewaer gatherings to say goodbye,
but these memories spoke of spending time togethésharing home together.”

Ben identifies simple daily tasks, such as eatingel together, as one of the
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many reasons he likes living at L’Arche. As a reskear and ally, | struggle with
Ontario Regulation 299/1(ot because of its desire to promote social inafus

or to highlight the reality that abuse can occusuch intimate exchanges — these
are important. However, while reading the regutaod the training materials, |
struggled with the threat that it serves to thatrehship — the family — that is

L’Arche.

Similar concern was found throughout my converseatiith the assistants.
As previously mentioned, Cait asked why touch isgpeestricted. She went on to
say:

It would be really sad if someone came in and gaidcan’t do this, you

can’t hug anybody. | don’t know what we’'d do.
So where does this concern arise from? Ironicablyises from one of the greatest
strengths | found in the regulation — abuse preganihe legislation requires
that organizations provide annual workshops onalbpusvention, not only to
their staff, but also to core members. This request was discussed with
L’Arche members at the mandatddntario Regulations 299/1fbaining in the
fall of 2010. The hand-out provided to the assistam the training included a
framework for replicating a workshop within theiwio organizations on
educating core members about abuse preventionmakerial provided was
created by David Hinsburger, a well-known disabiéittivist and author. The

material was created to follow the six requiredislautlined by the regulation. It
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is within these training materials that the bouretaon the care-giving
relationship are explicitly drawn and which clegplyts the L’Arche model
outside that of “acceptable” service. The propasdacational material on the

first skill, boundary training, states the followgin
People with developmental disabilities often hawkcdlty understanding
boundaries...it is easy for offenders to prepageprson with
developmental disability for abuse by using forrapé&e close up hugs or
resting hands on thighs when talking. These alieracthat paid care givers
should never ddLearning that staff are only staff and not friendsor
family can be painful learning but imperative if weare to establish that
staff have a different set of boundaries than thoseith whom they have
real intimacy [emphasis addéd.training individuals with developmental
disabilities in the knowledge that paid care preveonly touch you in a

limited way, is the first step to recognizing whsmmeone crosses the line
(Quality Assurance Measures, 2010).

It is evident from the discussion in this studytth@rche does not agree that
core members and assistants cannot be friends. \Howeth Gillian and Cait
identified the general idea of a workshop initiatomn abuse prevention for core
members as a positive addition to L’Arche practieésdone without including
its rejection of relationship. This is exactly tiype of proactive approach to
abuse prevention that the research literature @as balling for (White et al
2003); however, the struggle here for L’Arche, &rdCait in particular, is how
to negotiate the need to recognize and educatd #mueality of the potential
risk without limiting the expressions of affectiddliver similarly struggles with

this:
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Some people think that that friendship or whateskheruldn't be there
because you're paid to be there and they shoufddyels with people who
aren’t paid to be there. | understand that bubésh’t, | understand but I've
experienced the other side. I've been there areldeen paid to be there but
it doesn’t take away from the realness of it. lthebbe hard for me to
believe someone would, | don’t know, experiencée #mal say that against

it.

This type of training threatens the relationshipifoyou will, the model of care
that L’Arche provides to adults with intellectuadcadevelopmental disability by
devaluing the uniqueness of L’Arche. Cait reflamtsDavid Hinsburger (the
author of the training materials) stating thather opinion:

He has a love hate relationship with L’Arche beedus doesn’t think that

any service provider should hug anybody. Well wg paople all the time!
And we touch. We consider ourselves family so tsesgeal tension there.

L’Arche, as expressed by Cait, is not naive toftoe that by permitting physical

touch there is the potential risk for exploitatimirthat touch:

There are boundaries issues and we know thatheme &re issues that we
do have to keep reminding ourselves of. We hawt aflassistants that go
in and out and some assistants, they come fotdaglacement, so they're
only really here for four months. How often doe® @f our core members,
who need support in bathing, and all of a suddereth someone new
touching them intimately? We have to keep makingelwes aware that
this is sacred ground that we’re on here. | thirgkde a reasonably good job
of that but it is something that you have to kempinding yourself of...that
sacred trust that we have with our core members.

It is doubtful that an argument could be made tiwagyuiding principles should be
established for what constitutes crossing the gpmate physical boundaries for

caregivers of adults with intellectual or develomtad disabilities. Cait shares that
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they are “already doing most” of what the regulatsnggests and requires of

them however:

There are some things they don’t suggest you doatbalo do but we’'ll
struggle with that balance. We're not doing anyghifegal but it does
challenge us, especially around touch and reldtipss

This is a serious and important conversation tehbut the concern, as
articulated by Cait, is that we now have to dethyaams of physical touch that
are not functional. She wonders what this artieslao the core members. Due to
the sensitive nature of discussing physical toushabuse prevention, this study
did not have the means to safely broach this tefilt the core members, and this
is a question that lingers for me still. It would imteresting to hear from the core
members their perspective on safety and physicahtoAt the heart of this
conversation is the safety of the core memberdt lmihot clear to me from
reading the literature on the regulation, or tkerditure on non-functional physical
touch by staff, whether anyone has asked them thibgtthink. If not, | wonder if

this is just another infantilizing example of pglimaking.

Valued contribution

While the intentional relationship between memizérthe L’Arche
community was at the centre of all the conversatibat took place for this study
and emerged as the central component threaten@dtayio Regulation 299/10
there was also something else being woven throughese dialogues that, at

first, I couldn’t quite put my finger on. As an sider, | struggled to name it but it
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was present when re-listening to the interviewsraading the transcripts — but
what was it? Gillian shed some light on it when dhscribed the relationships
with core members as being “life giving” for thesetants who come to live and
work at L’Arche. She further went on to describatti is a relationship of
“mutual respect, mutual learning, mutual growthidahere it was — valued

contribution.

In a mutual relationship both parties give and takéhe context of
L’Arche the acknowledgement that core members lsameething unique to bring
to a relationship is important. This concept of uality, giving and taking by
both assistants and core members in their reldtipssis key to understanding
how L’Arche understands disability and communitgniember that during the
era of institutionalization adults with intellectuwsand developmental disabilities
were not only segregated under a guise of protettid also because they were
seen as non-contributing members in a rapidly cimgngconomic revolution.
L’Arche directly challenges these notions of pratty by instead seeking out
each member’s “gift{Reinders, 2010, p. 4). Cait explains it like this:

We see ourselves as supporting the core membérHilica mission; it's
their mission to the world that they have a gifofter and through our
support they can offer that gift... It's about mality; we’re not helping the

core members as so much as we’re helping each &bet's that model of
mutuality, but also that the core members havera s@ecial gift to give.
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This idea of core members having a ‘gift’ and olpimeg each other seems to be
dependant upon the presence of a relationshiprexisetween core members and

assistants. Oliver expands upon this idea of thpmance of relationship:

We've had some assistants who come and are justokithere and aren’t
really embracing it and who have been there [bstf jgo through the
motions, and | think the core members can senge tha

Assistants are not just providing functional suppor daily living tasks (such as
bathing) but supporting the important task of atigthow intellectual and
developmental disabilities is perceived by largariety. From a rigid medical,
able-bodied bias it might be difficult for somedonceptualize what this “gift”

may look like. Cait understands it like this:

We're people with over-developed minds living witbople with over-
developed hearts, and we need each other becaursenwtas comfortable
with our hearts as the core members are. Theyrora the heart all the
time.

Oliver shares this sentiment when discussing lusectelationship with one of the

core members:

I've never met anyone who, like, views life the wag/does. He takes so
much; he gets so much joy out of the simple thihgee this cup of coffee -
he would be elated to have a cup of coffee anahdtslike, and I'm

enjoying this cup of coffee but he understands.eel fike I've become a

bit more calloused in all the things that | candyaxou know? It's almost
like he’s blessed to not understand a lot of tlegdhthat we can understand
and then go after, striving to achieve a lot ofsththings lets us down but
he like lives in this, with this simplicity and ththankfulness for the small
things that he has.
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Both Oliver and Cait have been challenged and grasvimdividuals in unique
ways because of their relationships with core memkintario Regulation
299/10may serve to protect adults with intellectual deglelopmental disabilities
from the potential of abuse by focussing attentinrihe subject matter of
potential abuse (which, in of itself, isn’t nega&i\but by doing so it also may
serve to limit the full scope of human relationsthpt is possible between care-
giver and adults with intellectual disabilities. Mssistants still look for the gifts

core members have to offer them if the relationshipeakened?

When considering how the L’Arche model is differéman other models,
one assistant reflects upon several experiencelsgirving an adult with an
intellectual and developmental disability interaxth their caregiver from another

residential facility. She shares that there are:

Differences in how his assistants interact with lamd how they don’t
really know him — it’s a striking difference.

Ontario Regulation 299/1fresents a singular model of care which L’Archegdo
not fit into. In the above description we are offéla small but significant
example of how without the emphasis on relationgigpinteractions between
caregivers and adults with intellectual and develeptal disabilities may change.
The regulations threatens to alter the manner iclwtore members and
assistants interact and, by doing so, may hindepfgportunity for assistants, or

caregivers, to recognize the valuable contributashgdts with intellectual and
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developmental disabilities can make to their livéstrict professional boundaries
are upheld, if the assistants were to only viewnelves as staff and no longer as
friends, will assistants still appreciate core mershn the same way?

Cait recognizes that:

There’s a tension between being an agency and betegnmunity that we
live with and we try to balance.

Ontario Regulation 299/1fagnifies that tension. The regulation standsd |
the possibility of caregivers learning and growasga result of their relationship
with adults with intellectual and developmentalaiigities. Current western
culture does not value the contributions of adwith intellectual and
developmental disabilities (Clements & Read, 20f18)hearing the way in which
assistants spoke about core members it was eviolem¢ that the L’Arche staff
culture cultivated a deep respect and appreci&tiothe core members, so |

wonder why we would place legislative limits onsthiillian shares:
| think a lot of assistants come into L’Arche thimd “I’'m going to come
here and make someone’s life that much betteri) ‘Gonna serve”, but |
think a lot of people are surprised for the faeit ey learn and grow a lot
as an individual, they learn a lot from the corambers things that they
would never have expected.
For some, it may be a paradigm shift from undeditancore members as
dependant because of their disability, to questigifithey are disabled instead
because of our approach. This comes back to avidudil’s perception of

“disability” and is shaped by the relationship atsits have with core members.

As assistants come to L’Arche, are challengedeir thiinking and, hopefully,
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come to learn to value difference: do we not what to take that with them to
the rest of society and continue the process dtirstnian oppressive paradigm?
Currently, L'Arche stands as a dissenting voicel@npossibilities for

relationships between core members and assistants.

Is Ontario Regulation 299/10 needed?

“Relationship” — as understood by core membersamsistants at L'Arche
— is not written in the new regulation, and neitisetecognizing the valuable
contribution of adults with intellectual and devahoental disabilities.
Nonetheless, none of the assistants | spoke witkespegatively about the whole
of Ontario Regulation 299/1But, instead, all could recognize the need andeval
for a document of this type. Having said thissievident from my conversations
and from the literature on the model of care tharthe provides, thaDntario
Regulation 299/1threatens the type of relationship that currentigts within
L’Arche. Gillian honestly shares:

My faith and what drives me as a person — | feelara@countable to that

than to the legislation... L’Arche is a home anat tbverpowers any sort of

hesitancy or worry about, you know, crossing yols™and dotting your

“Is”: that's a lot stronger. It’s really woven ddgpn the humanity, the way
that people approach their roles at L’'Arche.

She is quick to add:

Those values are, in a lot of ways, very similawt@at the mindset the
legislation is coming from, you know, respecting thherent dignity of all
people. I'm not out there to break laws. (laughs)
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Oliver reflected that many of the regulations deds that L'Arche already had
in place but realizes th@intario Regulation 299/1@as created because not all
service agencies may have had similar standardagmdaches to care. Oliver

also knows:

What we've got going is a pretty good thing and lte a shame if it got
changed too much.

| asked the core members if there was anything Wwayd change about L’Arche
if they could: Ben wanted to pray more; Liane thaugwas “okay the way it is
now.” When | tried to explore further what she mdaythis she told me, “I love
that place”. And Lauren? At first she thought thewsesn’t anything she would
change, she liked everything the way it was, behtshe changed her mind and

said she would change the waiting list:

| know that a lot of people would want to get ithEre wasn’'t a waiting
list. 'm lucky. There wasn’t a waiting list whercame to L’Arche.

| asked her why she thought so many people woult teelive at L’Arche. She

told me:

Because they, well we’re worldwide known and thegrtus talk about the
family aspect. And between you and me, most graupds are not a family
organization.
This was the closest we came to talking aboutehéty that before coming to
L’Arche, many of the core members lived elsewhe#ggther it was with family,

in community, or possibly in large institutions.efbore members at L’Arche

stated that they like things the way they are, worider why are policy makers
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rocking the boat? Did they even ask the core mesnlvhat they wanted? While,
for now, life at L’Arche will continue as it has (thr some minor tune-ups), the
reality of Ontario Regulation 299/1@nd others like it that may loom around the

corner, is not lost on the L'Arche assistants.
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Conclusion and Implications for Social Work Practie

This study has only begun to scratch the surfaecendérstanding the
complex relationships that exist between adultk witellectual and
developmental disabilities and their caregiverseskhrelationships are
compounded by the historical maltreatment and abtifgs vulnerable
population, as well as by a history of isolationl @egregation. Policy makers and
practitioners are faced with the dilemma of respogdo the desire — and need —
for meaningful social inclusion and balancing thith the need for adult
protection. L’Arche’s response to this dilemma #&mthe dark history of
treatment of labeled persons, has been to engagtntional and mutual
relationships through which the core members (adwilth intellectual and
developmental disabilities) are valued and areraétd their community.

L’Arche intentionally challenges the dominant araarhful discourse that views
adults with intellectual and developmental disaélesi as dependant and lesser
and, instead, values the inherent worth of each Ineemf the L’Arche
community.Ontario Regulation 299/1fMay well be a threat to this relationship
because it seeks to limit the professional relatigm to set boundaries, on how
caregivers and adults with intellectual and devesleptal disabilities interact with
each other. It became apparent in my conversatuithshe participants in this
study that L’Arche and supporters@htario Regulation 299/18ave some

opposing understandings and approaches to thisatielielationship, but for
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many involved with L’Arche it is the caring and ualg and personal nature of

these very relationships that keep them at L’Arche.

It was not until | began my conversations with tlhee members and
assistants that | truly realized the potential eixté the impact this newly
implemented regulation could have on the experiefd¢éArche. At the core of
both the regulation and L’Arche’s philosophy andqtice is the negotiation of
what it means to provide care to, and be in ratatigp with, adults with
intellectual and developmental disabilities: thaesien between the two arises
when examining the boundaries of this caregivirgti@ship. More research is
needed to unpack how this relationship is undedstow experienced by L’Arche
and how the legislation intends it to be understaiod practiced. It is important
to examine how L’Arche’s version of relationshigiven its centrality to their
philosophy and practice — is to be maintained @@apéed?) to adhere to this
regulation, especially in regards to the use ofsptaf touch as an expression of
relationship. This is an opportunity for L’Arched by the core members, to
expand the research literature on the use of touchregiving relationships. The
use of human touch in professional caregiving i@tghips is controversial (as is
evident in the literature and by the tension tixadte between this regulation and
L’Arche philosophy). However, more research thacsjcally asks adults with
intellectual and developmental disabilities abdwetit perceptions and insights
into the use of human touch in these caregivingtigiships is needed. Projects
similar to that of More than Inclusionare one way L’Arche may consider

addressing this topic.
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While L’'Arche has the opportunity to take the leadhis area, it is
important that other service providers also seakl@iperceptions of adults with
intellectual and developmental disabilities and thay, too, re-consider this
regulation in light of the responses they are givEhese types of decisions
cannot, and should not, occur without direct cotasiain with those whom they
will affect the most. Intentional conversations aotlaborative research, which
explore the types of relationships with professi@aaegivers that people with
intellectual and developmental disabilities wantriical. But it is also necessary
to explore the potential benefits and also riskdescof integrating “touch” (and
what types of “touch”) into these relationships aoedimon practice when

providing care for adults with intellectual and dpmental disabilities.

As was evident in my conversations with core memdaoth relationship
and touch are an important factor in creating aserf belonging and home. Core
members and assistants view themselves as a famdlwvithin these
relationships exchanges of physical and verbattéfie are exchanged. Further
dialogue and research is needed on how to blencotmenued use of physical
and verbal affection within the professional cavegielationships with adults
with intellectual and developmental disabilitieslese, too often, their primary
circles of support are comprised only of thesegssibnal (paid) caregivers and it

seems unfair and even abusive to deny them thieriapt form of care.

The L’Arche model of service provision encouragethlzore members and
assistants to approach their relationship as mutkehlistically, in most social
work settings, it is not probable that we will livgth service users in such an

intimate way. However, as practitioners it is impaot to consider how we
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approach our professional relationship with serusers. Do we understand them
to be on equal footing with ourselves? Do we seevdluable contribution they
have to offer? These are areas in which L’Archedmarea of expertise and a
unique service model from which others agenciesdcearn. This is not to
suggest that it is possible or ethical for all tielaships to be grounded in this
model and to incorporate physical touch and exprassf relationship in the
same way but, instead, to suggest that we conkaleroften when working with
marginalized populations do our actions make itnesthe contributions of these
populations? What can we learn and take away fromnteractions with service
users? If we learn nothing else from critical disgltheory let it be how
important it is for practitioners to be aware ofshwe conceptualize those we
work with. Are we aware of the valuable contributiof each of the service users
we interact with? Or have we so focussed on tlssumed failures and deficits
that we can’t see them? By acknowledging that @ackon we work with has
something valuable to contribute this can createee empowering experience
for service users. And we might also considersiéng the notion of expressive
touch in social work practice — should we uselit8o, how and under what
circumstances? What do service users (not jusethath disabilities) think

about touch in the social work relationship?

L’Arche champions a discourse that values adultk imtellectual and
developmental disabilities and creates a stafticailthat may serve as a
protective factor. As a result, it demonstrates esafrthe limitations of the
regulation. However, some of these strengths majirbaished because of the

language in which L’Arche expresses the discours@nder if L’Arche were
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able to articulate their model within a framewofkagrofessional relationship,
instead of using words like 'family’ or ‘friend’, @uld it be received as a more
creditable model? The rhetoric of family does Hatags convey images of
protection, care, and relationship. For some tmesiract of family conjures
places of secrecy where abuse has thrived. Howeveglear from my
conversations that the members of L’Arche usel#imguage of family to express
how important and strong the relationships withieit community are but is this
what others hear? Is it possible that bec&ustario Regulation 299/13 so
strongly tied to abuse prevention that using thigglage of family works to
L’Arche disadvantage? It would be this study’s roeendation to engage in
dialogue within L’Arche to explore how the orgartina can reframe their
discourse, not to change it but to assist othersdognize the value of their
model and hovDntario Regulation 299/1fhay threaten this. Because it would be

a shame if this model were to be disregarded datkdias a result of semantics.

As Ontario Regulation 299/16ontinues to mature and take hold in the lives
of core members and assistants, further reseamimuknting if and how the
relationship between core members and assistaatgyek is warranted. Adults
with intellectual and developmental disabilitie®sll not be expected to choose
between genuine relationships with their caregieensrotection from
maltreatment — they have a right to both. Furtherkws needed to successfully
blend these two. It will always be important taically reflect upon best practice
and examine if it truly moves towards the wellbeamgl social inclusion of adults
with intellectual and developmental disabilitiecdese, as is evident in the

history of institutionalization, just being physliggpresent in a geographical
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community is not enough to achieve social incluslbwe care about and value
someone — if we are able to see their humanity anedess likely to be exclusive
and/or abusive and instead engage in relationshigge Schormans, 2011).
Genuine — and safe — relationships and frienddtepseen people with and
without intellectual and developmental disabiliteee one clear way of marking

progress towards the elusive goal of social inclusi
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Appendix A — Recruitment flier

&

PARTICIPANTS NEEDED FOR
RESEARCH ON LIFE AT L’ARCHE

* %%

We are looking for volunteers to take part in a study on what it is like to
live at L’Arche. For example you may be asked to answer a question
about how house decisions are made or what you like about living at
L’Arche. If a question makes you uncomfortable you don’t have to answer
it.

Your participation would involve one interview session of 20-60 minutes

In appreciation for your time you will receive
light snacks during your interview.

*kk

For more information about this study or to volunteer for this study,
please contact Deborah Tomlinson at:

Phone: 905-912-9132
or

Email: tomlind@mcmaster.ca

| will also be at the L’Arche BBQ on May 23"
at 78 Sherman Ave. South to discuss this project with you.

*k%k
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Appendix B — Core member letter of information andconsent

CORE MEMBER LETTER OF INFORMATION / CONSENT

A Study About Life at L’Arche:

Regulation of the therapeutic relationship

Faculty Supervisor. Student Investigator:

Ann Fudge Schormans Deborah Tomlinson
Department of Social Work Department of Social Work
McMaster University McMaster University
Hamilton, Ontario, Canada Hamilton, Ontario, Canada
905 525 9140 ext. 23790 (905) 912-9132
fschorm@mcmaster.ca tomlind@mcmaster.ca

Purpose of the Study

You are invited to be in a study about life at L’Arche. | am doing this research for my master of
Social Work thesis. | will be writing a paper | will submit to my university. | would like to do one-
on-one interviews with core members, assistants and staff. | want to learn about your life at
L’Arche and about how you all live here together. | will ask you some questions about what you
like about living at L’Arche and what you would change about living at L'Arche. Through this
research project | hope to better understand how policies affect how organizations operate.

What will happen during the study?

I will ask you to answer a few questions about your life at L’Arche. | have attached theses
guestions to this package. We will meet somewhere we choose that is quiet and
comfortable. Our conversation will be about 20-60 minutes long, depending on how much
you want to share. | will take hand written notes and, with your permission, | will use a
tape reorder to record the interview. By recording our conversation | will be able to listen
to it again later and make sure | didn’t miss anything you said.
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Are there any risks to doing study?

The risks involved in participating in this study are minimal. You may feel uncomfortable with the
questions | ask. If any question makes you feel uncomfortable you do not have to answer them.
You may also worry about how others will react to what you say - this is why | take your privacy
very seriously and will not use your name in my paper. | will tell you more about the steps | will
take to protect your privacy below. Also you can stop the interview at any time without having to
explain why.

Are there any benefits to doing this study?

The research will not benefit you directly. This study will not change how L’Arche runs. | hope to
learn more about life at L’Arche and its service model -- not change it. | hope that what is learned
as a result of this study will help us to better understand the ways in which policy affects how
organizations operate. This could help improve the design of future policy.

Confidentiality

All records of our conversation will be kept private. The only people who will read them are me
and a transcriber (who will type out the voice recording). The transcriber will also be required to
sign an oath of confidentiality; this means they cannot tell anyone about what they hear. No one
else will know you participated unless you choose to tell them. However, sine your community is
small, others may be able to identify you on the basis of what you say. Please keep this in mind
when deciding what to tell me. You will have the opportunity to look at my notes from our
conversation and to edit or change anything you may have said before it is used. You will also
have a second opportunity to look at how what you have said will be used in the final paper. All
records will be kept in a safe and secure place. No one will be identified by name in this study
but instead by a code (eg. Resident 1, Assistant 2).

The information you provide will be kept in a locked cabinet where only | will have access to it.
Any information kept on a computer will be protected by a password. Once the study has been
completed, the data will be erased.

What if | change my mind about being in the study?

If you decide to be part of the study and then change your mind, you can decide to stop at any
time, even after signing the consent form or part-way through our conversation. If you decide to
withdraw, there will be no consequences to you. In cases of withdrawal, any data you have
provided will be destroyed unless you tell me otherwise. If you do not want to answer some of
the questions you do not have to, but you can still be in the study.

Information about the Study Results
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| expect to have this study completed by September, 2011. When the study is done you will have
the opportunity to either have a brief summary of the results mailed to you. If you like, you
could also sit down with me and have them described to you.

Questions about the Study
If you have questions or need more information about the study itself, please contact me at:
tomlind@mcmaster.ca

This study has been reviewed by the McMaster University Research Ethics Board and received
ethics clearance.

If you have concerns or questions about your rights as a participant or about the way the study is
conducted, please contact:

McMaster Research Ethics Secretariat
Telephone: (905) 525-9140 ext. 23142
c/o Research Office for Administrative Development and Support

E-mail: ethicsoffice@mcmaster.ca

CONSENT

| have read the information presented in the information letter about a study being conducted by
Deborah Tomlinson, of McMaster University.

| have had the opportunity to ask questions about my involvement in this study and to receive
additional details | requested.

I understand that if | agree to participate in this study, | may withdraw from the study at any

time. | have been given a copy of this form. | agree to participate in the study.

Signature:

Core Member [ ] Assistant [ ] Staff [ ]

Name of Participant (Printed)

1. I agree that the interview can be audio recorded.
.. Yes.

.. No.
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2. ...Yes, | would like to receive a summary of the study’s results.

Please send them to this email address

or to this mailing address:

... No, I do not want to receive a summary of the study’s results.
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Appendix C — Staff letter of information and consen

STAFF LETTER OF INFORMATION / CONSENT

A Study About Life at L’Arche:

Regulation of the therapeutic relationship

Faculty Supervisor. Student Investigator:

Ann Fudge Schormans Deborah Tomlinson
Department of Social Work Department of Social Work
McMaster University McMaster University
Hamilton, Ontario, Canada Hamilton, Ontario, Canada
905 525 9140 ext. 23790 (905) 912-9132
fschorm@mcmaster.ca tomlind@mcmaster.ca
Purpose of the Study

You are invited to be in a study about life at L’Arche. | am doing this research for my master of
Social Work thesis. | will be writing a paper | will submit to my university. | would like to do one-
on-one interviews with core members, assistants and staff. | want to learn about your life at
L’Arche and about how you all live here together. | may also ask you some questions about
Ontario Regulation 299/10, and if you think it will affect L’Arche and you. Ontario Regulation
299/10 was created by the provisional government and it sets out guidelines for operating
developmental services. Through this research project | hope to better understand how policies
affect how organizations operate.

What will happen during the study?
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I will ask you to answer a few questions about your life at L’Arche. | have attached theses
questions to this package. We will meet somewhere we choose that is quiet and comfortable.
Our conversation will be about 20-60 minutes long, depending on how much you want to share. |
will take hand written notes and, with your permission, | will use a tape reorder to record the
interview. By recording our conversation | will be able to listen to it again later and make sure |
didn’t miss anything you said.

Are there any risks to doing study?

The risks involved in participating in this study are minimal. You may feel uncomfortable with the
questions | ask. If any question makes you feel uncomfortable you do not have to answer them.
You may also worry about how others will react to what you say - this is why | take your privacy
very seriously and will not use your name in my paper. | will tell you more about the steps | will
take to protect your privacy below. Also you can stop the interview at any time without having to
explain why.

Are there any benefits to doing this study?

The research will not benefit you directly. This study will not change how L’Arche runs. | hope to
learn more about life at L’Arche and its service model -- not change it. | hope that what is learned
as a result of this study will help us to better understand the ways in which policy affects how
organizations operate. This could help improve the design of future policy.

Confidentiality

All records of our conversation will be kept private. The only people who will read them are me
and a transcriber (who will type out the voice recording). The transcriber will also be required to
sign an oath of confidentiality; this means they cannot tell anyone about what they hear. No one
else will know you participated unless you choose to tell them. However, sine your community is
small, others may be able to identify you on the basis of what you say. Please keep this in mind
when deciding what to tell me. You will have the opportunity to look at my notes from our
conversation and to edit or change anything you may have said before it is used. You will also
have a second opportunity to look at how what you have said will be used in the final paper. All
records will be kept in a safe and secure place. No one will be identified by name in this study
but instead by a code (eg. Resident 1, Assistant 2).

The information you provide will be kept in a locked cabinet where only | will have access to it.
Any information kept on a computer will be protected by a password. Once the study has been
completed, the data will be erased.

What if | change my mind about being in the study?

If you decide to be part of the study and then change your mind, you can decide to stop at any
time, even after signing the consent form or part-way through our conversation. If you decide to
withdraw, there will be no consequences to you. In cases of withdrawal, any data you have
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provided will be destroyed unless you tell me otherwise. If you do not want to answer some of
the questions you do not have to, but you can still be in the study.

Information about the Study Results

| expect to have this study completed by September, 2011. When the study is done you will have
the opportunity to either have a brief summary of the results mailed to you. If you like, you
could also sit down with me and have them described to you.

Questions about the Study
If you have questions or need more information about the study itself, please contact me at:
tomlind@mcmaster.ca

This study has been reviewed by the McMaster University Research Ethics Board and received
ethics clearance.

If you have concerns or questions about your rights as a participant or about the way the study is
conducted, please contact:

McMaster Research Ethics Secretariat
Telephone: (905) 525-9140 ext. 23142
c/o Research Office for Administrative Development and Support

E-mail: ethicsoffice@mcmaster.ca

CONSENT

| have read the information presented in the information letter about a study being conducted by
Deborah Tomlinson, of McMaster University.

I have had the opportunity to ask questions about my involvement in this study and to receive
additional details | requested.

| understand that if | agree to participate in this study, | may withdraw from the study at any

time. | have been given a copy of this form. | agree to participate in the study.

Signature:

Core Member [ ] Assistant [ ] Staff [ ]

Name of Participant (Printed)
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1. I agree that the interview can be audio recorded.
.. Yes.

.. No.

2. ..Yes, | would like to receive a summary of the study’s results.

Please send them to this email address

McMaster — School of Social Work

or to this mailing address:

... No, | do not want to receive a summary of the study’s results.
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Appendix D — Core member interview guide

Core Member Interview Questions
Regulation of the therapeutic relationship: A Case Study

Deborah Tomlinson, Master of Social Work Student
Department of Social Work — McMaster University

Information about these interview questions: This gives you an idea what | would like
to learn about life at L’Arche. Interviews will be one-to-one and will be open-ended (not
just “yes or no” answers). Because of this, the exact wording may change a little.
Sometimes | will use other short questions to make sure | understand what you told me
or if | need more information when we are talking. For example, | might ask you “So,
you are saying that ...? or “Please tell me more?”, to get more information. | might also
ask “Why do you think that is...?”to learn what you think or feel about something).

1) What is it like living at L’Arche?
Probes:
What do you like about living here?
What does your day look like?
What are your responsibilities?
Are there rules?
2) What would you change about living here?
Probes:
What don’t you like about living here?
What do you think might make it better to live here?
3) Do you feel like you belong here? [ ] Yes[ ] No
Please tell me why.
Probes:
Can you explain what it is that makes you feel like you do or don’t belong?
Who are your friends here?
Do you feel cared for here?
Do you like living here?
4) Is there something important we forgot? Is there anything else you think | need to
know about life at L'Arche?

END
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Appendix E — Staff interview guide

Staff Interview Questions

Regulation of the therapeutic relationship: A Case Study

Deborah Tomlinson, Master of Social Work Student
Department of Social Work — McMaster University

Information about these interview questions: This gives you an idea what | would like
to learn about life at L’Arche. Interviews will be one-to-one and will be open-ended (not
just “yes or no” answers). Because of this, the exact wording may change a little.
Sometimes | will use other short questions to make sure | understand what you told me
or if | need more information when we are talking. For example, | might ask you “So,
you are saying that ...? or “Please tell me more?”, to get more information. | might also
ask “Why do you think that is...?” to learn what you think or feel about something).

1) What brought you to L’Arche?
Probes:
How did you learn about L’Arche?
Why do you choose to live at L’Arche?

2) In your opinion what makes L’Arche different from other housing providers for
adults with developmental disabilities?

Probes:

What are some strengths of the model?

What would you change?

3) What does it mean within the L’Arche community to provide care?
Probes:
What is the service model?
Do you think Regulation 299/10 will change this?

4) Can you describe the relationship between core members and assistants?
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Probes:
Is it different from other service models?

5) What does social inclusion look/feel like at L’Arche?
Probes:
What does it mean to belong at L’Arche?
Do you think Regulation 299/10 will change this?

6) How are decisions made in L’Arche homes?
Probes:
Are their regular house meetings?
How are core members incorporated into this process?

7) How do you think Regulation 299/10 will change life at L’Arche? Yes[]No[]
Probes:
Do you have concerns?
What positives do you think might come out of this?

8) Is there something important we forgot? Is there anything else you think | need to

know about life at L’Arche?

END
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