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Abstract

This article is primarily concerned with how government webpages in Hong Kong claiming to embrace social inclusion and
provide services and support for persons with disabilities construct issues relating to disability. These texts are not read
in isolation. Instead, they are considered in conjunction with discourse produced in several United Nations documents,
especially the Convention on the Rights of Persons with Disabilities, to which Hong Kong is a signatory. These documents
appear to both proffer and retract social inclusion in ways that complicate, if not undermine entirely, their purportedly
inclusionary intentions. This article also reflects upon commentary produced by university students at a public university
in Hong Kong responding to government discourse. Such focus upon ‘non-disabled’ readers reveals how texts do more
than merely mediate pre-existing messages. Instead, they constitute a “social location and organizer for the accomplish-
ment of meaning”, thereby counting as “a form of social action” (Titchkosky, 2007, p. 27). Through the texts they conspire
to make about disability, authors and readers become complicit in the production, maintenance, and reinforcement of
non-disabled (or abled)/disabled identities and dis/ableist ideology in ways that implicate the entire population in exclu-
sionary processes.
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1. Introduction

This article is primarily concerned with how government
webpages in Hong Kong? claiming to embrace “social in-
clusion” (GovHK, 2016a) and provide “services and sup-
port for persons with disabilities” (GovHK, 2016b) con-
struct issues relating to disability, although these texts
are read in conjunction with other discourse. A wider cor-
pus of discourse is relevant to this article because in 2008

the Hong Kong Special Administrative Region (hereafter,
HKSAR) and the People’s Republic of China (hereafter,
PRC) became signatories to the United Nations Conven-
tion on the Rights of Persons with Disabilities (hereafter,
UNCRPD), a human rights treaty intended to protect the
“rights” and “dignity” of disabled persons.? First, and
most prominent, is the UNCRPD itself (UN, 2006). The
Convention has eight guiding principles, although most
relevant to this article is the intention to realize “[f]ull

11t is beyond the scope of this article to provide an overview of issues relating to disability in Hong Kong, both past and present. For such content, see
Ngai, Wu and Chung (2018).

2 As the UNCRPD homepage explains, the treaty and its optional protocol “was adopted on 13 December 2006 at the UN Headquarters in New York, and
was opened for signature on 30 March 2007. There were 82 signatories to the Convention, 44 signatories to the Optional Protocol, and 1 ratification
of the Convention. This is the highest number of signatories in history to a UN Convention on its opening day. It is the first comprehensive human
rights treaty of the 21st century and is the first human rights convention to be open for signature by regional integration organizations. The Convention
entered into force on 3 May 2008” (CRPD, n.d., emphasis added).
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and effective participation and inclusion in society” (UN,
2006, p. 5, emphasis added). Discourse on the UNCRPD
homepage constructs the Convention as immensely sig-
nificant and deploys metaphorical language to celebrate
the crucial role of the UN in manufacturing this. For ex-
ample, the Convention is proclaimed as taking “to a new
height” the “movement” from:

Viewing persons with disabilities as ‘objects’ of char-
ity, medical treatment and social protection towards
viewing persons with disabilities as ‘subjects’ with
rights, who are capable of claiming those rights and
making decisions for their lives based on their free
and informed consent as well as being active mem-
bers of society. (CRPD, n.d.)

Second is the Initial Report of the HKSAR of the PRC un-
der the UNCRPD (HKSAR, 2010). Third is the concluding
observations on the initial report of China, adopted by
the Committee at its eighth session (UN, 2012).

Echoing Robert McRuer’s (2007, p. 5) discussion of
the use of “independence” and “inclusion” within, and
around, the disability rights movement, and the ways
these are appropriated by the World Bank, this article
reveals how “rhetorics of...inclusion mask” more exclu-
sionary content, illustrating how texts can, as Najma Al
Zidjaly (2012) also argues in an Omani context, “uninten-
tionally harm social causes” (Al Zidjaly, 2012, p. 190). Al-
though the texts to which this article is concerned ap-
pear to proffer social inclusion, they also contain exclu-
sionary sub-text, or latent content that works to limit,
and perhaps even retract this, thereby producing only a
very shallow form of inclusion (that more closely resem-
bles integration). However, texts do more than merely
mediate pre-existing messages. Instead, they constitute
a “social location and organizer for the accomplishment
of meaning”, thereby counting as “a form of social action”
(Titchkosky, 2007, p. 27). Put differently, readers are impli-
cated in the production of knowledge, and the exclusion-
ary processes this is intertwined with, “because they must
make the association in the act of reception” (Wodak,
2004, p. 195). In so doing, readers become complicit in
the production, maintenance, and reinforcement of non-
disabled (or abled)/disabled identities and dis/ableist ide-
ology. More specifically, after a brief discussion relating to
methodology and ethics, this article first explores inclu-
sionary and exclusionary discourse in these texts before
focusing upon students’ readings of this discourse. The
article concludes by contemplating how this discourse
might relate to, and what it might reveal about, wider
commitments to social inclusion, or the lack thereof.

2. Methodology

This article’s concern with the textual enactment of dis-
ability in, and through, government webpages has been
informed by my reading of Tanya Titchkosky’s (2007)
discussion on Canadian government texts on disability

(pp. 45-78, 145-176). Titchkosky argues these not only
“construct disability as a problem” but also “sponsor so-
lutions to the problem they have constructed” (2007,
p. 145). Language, like representation, is not, accord-
ingly, incidental to the world. Instead, it is productive
and words, as well as the discourse they contribute
to, as Michel Foucault (1969/2002) has so evocatively
claimed, have the capacity to “form the objects of which
they speak” (p. 54). My recognition of the power and
contingency of language and commitment to destabilize
this is informed by principles associated with critical dis-
course analysis (hereafter, CDA), post-structural literary
theory (Eagleton, 1983/2008, pp. 110-130) and, albeit to
alesser extent, the work of Jacques Lacan. As Ruth Wodak
(2004) explains, CDA attempts to demystify ideologies
and power “through the systematic investigation of semi-
otic data” (pp. 185-186). Post-structural theory, mean-
while, illuminates how ideological attempts to “draw rigid
boundaries”, typically through binary oppositions of one
kind or another, “are sometimes betrayed into inverting
or collapsing themselves” (Eagleton, 1983/2008, p. 115).
Reference is made to Lacan in order to illustrate how
these struggles, or ‘play’, are sutured by certain devices,
namely a “point de capiton”, or “quilting point”, which an-
chor meanings, thereby preventing a shapeless mass of
meaning from moving too freely: knotting the signified
and signifier together in order to produce “the necessary
illusion of a fixed meaning” (Evans, 1996, p. 151).

More specifically, | have acted in the manner of a so-
cial semiotician, collecting, documenting and catalogu-
ing texts for the purpose of investigating them (Van
Leeuwen, 2005, p. 3). Although my initial intention was
to focus solely upon HKSAR discourse, it became appar-
ent this had to be contemplated in conjunction with a
wider corpus of discourse, not least because of the links
that bind these documents with others in intertextual-
ity in ways that productively problematize the taken-for-
granted notion of a text as having discrete boundaries.
Having limited my study to analysis of this corpus of
words, | proceeded from simple coding, paying attention
to the frequency (and absences and omissions) of words,
to thematic coding, albeit while being methodologically
attached to the notion that “there is no single set of cate-
gories waiting to be discovered” and, crucially, that there
“are as many ways of ‘seeing’ the data as one can invent”
(Dey, 1993, p. 117). This article also explores elicited writ-
ten commentary produced by apparently ‘non-disabled’
university students at a public university in Hong Kong re-
sponding to government discourse. Such an analysis has
also proceeded from the identification of absences and
presences through simple ‘in-vivo coding’ to more spec-
ulative interpretation of the nature, and implications, of
students’ readings.

3. Ethical Considerations

The methodology deployed in this article raises ethical
issues, of which two are especially salient. First is my us-
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age of students as initially uninformed research partici-
pants and, related to this, my decision not only to ‘push’
critical readings (which might have induced ontological
anxieties for some) but also explore their commentary
not for their true feelings—as indeed had been my inten-
tion when | initially asked them—but instead as a cor-
pus of discursive practices. Martyn Hammersley (2014)
focuses upon such ethical dilemmas when applying con-
structionist forms of discourse analysis to interviews, ob-
serving that attempts to remedy “deception” might be
counterproductive because informants could “become
self-conscious about the language they use, perhaps edit-
ing it on the basis of some notion of ‘good talk’, or at
least trying to avoid ‘bad talk’” (p. 532). | share such
a view, to which | would add that boundaries between
ethical and unethical research practice—like the iden-
tities to which this article is concerned—are imprecise.
Even though “sticking rigidly” to codes and guidelines
“cannot ensure...research is ethical” (Ali & Kelly, 2012,
p. 73), | have attained students’ informed consent, al-
beit only after the event. Students have also been given
pseudonyms, thereby preserving anonymity. | have also
narrated such ethical transgressions—whether ‘real’ or
imagined, and to myself if not others—as being an un-
avoidable repercussion of my efforts to elaborate upon
“the non-disabled psyche” and illustrate how, as Dan
Goodley (2012) puts it, “non-disabled people and disab-
list culture...subjugate...disabled people” (p. 181).
Causing me more, and as yet unresolved, ethical anx-
ieties is that my efforts to articulate the exclusion of dis-
abled persons might, inadvertently, have replicated this
silencing. This relates to the fact that this article explores
elicited written commentary produced by purportedly
‘non-disabled’ university students and does not, as per-
haps some readers might expect this article could (and
perhaps should) have done, solicit the views of ‘disabled’
persons. In so doing, | am, arguably, complicit with the
structures and discourses | seek to critique.? Although
| contemplated such an absence at the outset of writing
this article, telling myself this omission, or aporia, would,
as it still will be, filled in a subsequent project focusing
upon ‘disabled’ persons’ readings, so conspicuous is this
absence now it almost seems an “absent presence”, al-
beit one that might implicitly inform the arguments de-
veloped in this article.* Despite such reservations, it is
hoped the structure and content of the article, as it is
now, may allow—and perhaps even force contemplation
of how persons—including myself and others (perhaps

even some readers) implicated in this article—are, like
the wider population to which Fiona Kumari Campbell
(2012) refers, implicated in “the production, operation
and continuation of ableism” (p. 215). Importantly, | am
willing, as Judith Butler (1997) puts it, “to be undone by
the critique that he or she performs” (p. 108).°

4. Inclusionary and Exclusionary Discourse

The paragraphs below analyse HKSAR discourse, espe-
cially but not exclusively documents entitled Embracing
Social Inclusion (hereafter, ESI) and Services and Support
for Persons with Disabilities (hereafter, SSPD), and the
equivalent versions of these pages in both traditional
and simplified Chinese characters (GovHK, 2016a, 2016b,
2016¢, 2016d, 2016e, 2016f).6 After recognizing inclu-
sionary content, the paragraphs explore the more volu-
minous sub-text, namely content that is “backgrounded,
hidden, repressed, or unconscious rather than explicit”
(Chandler & Munday, 2011, p. 413).

4.1. Inclusionary Discourse

ESI and SSPD contain straightforward expressions of gov-
ernment beneficence. These documents make inclusion-
ary statements, such as: “The Government is committed
to enhancing an inclusive society, so that all individuals
can enjoy equality and respect in different areas of life”
(GovHK, 2016a).

Meanwhile, the Initial Report not only states HK$13
million had been spent on “publicity campaigns to pro-
mote the inclusion of people with disabilities” (HKSAR,
2010, p. 31) but also that local offices of the Social
Welfare department had organized activities to “pro-
mote...social inclusion and the spirit of the Convention at
district level” (p. 33). Most emphatically, perhaps, is the
claim that “various habilitation and rehabilitation pro-
grammes” had been implemented “to enable persons
with disabilities to attain and maintain maximum inde-
pendence, full physical, mental and social ability and full
inclusion and participation in all aspects of life” (HKSAR,
2010, p. 152, emphasis added).

Such unambiguous declarations repeat, almost ver-
batim, the inclusionary intentions of Article 1 in the UN-
CRPD, namely:

To promote, protect and ensure the full and equal en-
joyment of all human rights and fundamental free-

3 |n one regard, the absence, or lack, of ‘disabled’ persons in the class might highlight exclusions and/or the ways in which persons might be compelled
to ‘pass’, thereby assimilating themselves with ableist normativity. Such tendencies to exclude—rather than include—might be even more pervasive,
entrenched and institutionalized. For example, David Mitchell and Sharon Snyder (2015) claim that “even highly funded research and policy organiza-
tions devoted to the social integration of disabled people...have actively resisted the most basic form of barrier removal” (p. 64). Equally, Henri-Jacques
Stiker (1997) has referred to institutional resistance to sharing the world of disability with disabled people (p. 11).

4 Jacques Derrida (1976) writes, in ways that might be pertinent to this, that: “The presence that is thus delivered to us...is a chimera....The sign, the
image, the representation, which come to supplement the absent presence are the illusions that sidetrack us” (p. 154).

5 Butler (1997) writes that for “the ‘I’ to launch its critique, it must first understand that the ‘I’ itself is dependent upon its complicitous desire for the law

to make possible its own existence” (p. 108).

61t is beyond the scope of this article to engage exhaustively with the entire content of these texts. Instead, this article gravitates toward ‘problematic’
content. The original, and complete, texts from which these words and sentences have been extracted can be found by following links included in the
references at the end of this article (see, for example, CRPD, n.d.; GovHK, 2016a, 2016b, 2016c, 2016d, 2016e, 2016f; HKSAR, 2010; UN, 2006, 2012).
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doms by all persons with disabilities, and to promote
respect for their inherent dignity. Persons with disabil-
ities include those who have long-term physical, men-
tal, intellectual or sensory impairments which in in-
teraction with various barriers may hinder their full
and effective participation in society on an equal ba-
sis with others. (UN, 2006, p. 4, emphasis added)

HKSAR discourse not only echoes the core ethos of the
UNCRPD (cited in the introduction to this article) but
also appears to accord with the numerous principles and
obligations identified in CRPD (n.d.), such as awareness-
raising (p. 8), accessibility (p. 9), habilitation and rehabili-
tation (p. 19) and participation in political and public life
(p. 21). Such intertextuality between the UN and HKSAR
discourse is unsurprising given the latter was a signatory
to the UNCRPD. Significantly, this discourse, as Campbell
(2012) explains, formulates disability in ways that tran-
scend the “functional and medical orientation of tradi-
tional disability models” (p. 221), reflecting that “causes
of disability...are external to individual bodies” (Grue,
2009, p. 306). Consequently, the acknowledgement by
HKSAR and the UN of the barriers emerging because of
attitudes might indicate a “spread of sociopolitical defi-
nitions” and a “shift away from medical knowledge...in
disability discourse” (Grue, 2009, p. 307), although sub-
text complicates, and perhaps even undermines entirely,
such inclusionary discourse.

4.2. Sub-Text

That latent and ostensibly “out of sight” meanings are
not, as Martha Helfer (2011) claims, necessarily “deeply
concealed in dark, cavernous recesses of a literary
crypt...[but] hidden all too obviously...in the open” (p. xiii)
is evident here. In fact, the most obvious feature of ESI
is the proliferation of positive words collocated with gov-
ernment (Figure 1) in addition to the “Embracing” de-
ployed in the title of this document. Such frequency is
even more noticeable given the brevity of the text.

Such discourse on ESI unequivocally works to create
a positive representation of their ‘own’ group, a strategy
which is involved in the justification of inequality, as Van
Dijk (1993) explains, especially when this works in con-
junction with “the negative representation of...Others”
(p. 263). Admittedly, the ‘positive’ representation of gov-
ernment is more obvious and is achieved through a chain
of discourse which constructs an active and beneficent
subject collocated with “the material process, or ‘pro-
cesses of doing’ type” of verb (Flowerdew, 2012, p. 55).
These signify some ‘material’ or visible tangible change
in the flow of events or the environment through ac-
tions made possible through government volition. Ac-
cordingly, social inclusion, like the production of disabil-
ity (in UN discourse) is registered as an ‘evolving’ con-
cept, albeit one that, crucially, relies upon top-down, pa-
ternalistic, interventions to realize. The acting subject of
these verbs is government (e.g., the “government is com-

e committed e sponsors (2)
e enhancing o facilitate

e enjoy (twice) e protects

e outlines ® access

e integrates (7) e find

e provided (10) e operated

e develop ¢ choose

* become e attend

e receiving e enters

e benefit e covers

e given ¢ admits

e employ * encouraged
® promote e participate
e published (3) e organized

¢ help (6) e funded

e adapt

Figure 1. Positive verbs, and noun forms, in ESI.

mitted to”). However, this is often concealed through
auto-passivization (e.g., to “help disabled persons plan
their journeys, the Transport Department has pub-
lished”). This transforms active sentences into passive
ones. However, disabled people are more violently pas-
sivized as recipients of nouns (support, etc.). Such pas-
sivization makes disabled persons appear as “objects” de-
void of agency, an “obfuscation” which might, as Fair-
clough (1989/2015) claims elsewhere, be “ideologically
motivated” (p. 140), as | later explain. Through the com-
bination of words into sentences, relatively conventional
and culturally coded symbolic meanings emerge which
are, as the next part of this article reveals, accessible to
readers. However, this narrative, unlike that previously
identified, constructs an individualized account that es-
tablishes barriers exist inside disabled persons and be-
cause these cannot be overcome independently the gov-
ernment, ipso facto, acts on disabled persons’ behalf. This
discourse contravenes the processual model of disability
espoused in the UNCRPD and the HKSAR Initial Report.
However, the UN do not acknowledge such disregard,
even though after 48 lexical units under the heading of
“positive aspects” in the UN response to the HKSAR Initial
Report, 1496 words are clustered under subheadings as-
sociated with “areas of concern and recommendations”
(UN, 2012, pp. 8-11), a silence which further complicates,
and disturbs, purportedly inclusionary intentions.

4.2.1. Othering

Stuart Hall (1997/2013) has lucidly explained how repre-
sentation works by marking differences which are con-
structed through language by way of binary oppositions,
one of which is “dominant”: a power dimension in dis-
course that might be captured by writing white/black,
men/women, British/alien, and so on (p. 225). As Hall
(1997/2003) explains with reference to the work of Mary
Douglas, stable cultures “require things to stay in their
appointed place” and that what “unsettles culture is

Social Inclusion, 2018, Volume 6, Issue 2, Pages 1-11
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‘matter out of place’...a sign of pollution, of symbolic
boundaries being transgressed” (p. 226). Such pollution
is swept up or thrown out, thereby restoring order, all
of which “leads us, symbolically, to close ranks, shore up
culture and to stigmatize and expel anything...defined
as impure, abnormal” (Hall, 1997/2013, p. 237, empha-
sis added). To the categories to which Hall refers, it is
necessary to add non-disabled (or abled)/disabled. Al-
though seemingly innocuous, the use of “their”, applied
to “people with disabilities” 10 times within ESI and
SSPD, is instructive (GovHK, 2016a, 2016b). First, this in-
creases psychic distance, contrasting markedly with the
complete absence of ‘you’, or even ‘we’, which would,
as Fairclough (1989/2015) suggests elsewhere, be more
“inclusive” (p. 143). Second, ‘their’ covertly erases dis-
abled persons from, or places them outside, the text
which, implicitly, addresses supporters—family mem-
bers and so on—who, therefore, mediate between the
text, thereby protecting, or buffering, other readers (per-
haps like the students whose readings are discussed dur-
ing the next part of this article) from disabled persons.
Third, albeit only perhaps implicitly (or through an al-
lusion), ‘their’ seems to speak to and on behalf of a
‘non-disabled’ unity defined through a reduced, over-
simplified and deficient ‘disabled’ other. Such processes
as passivization and the absence (or erasure) of disabled
persons inside the documents combine to make disabled
persons, like those to whom Anita Ghai (2006) refers,
appear “dis-embodied because...constructions around
them...threaten to create a total invisibility of the dis-
abled individual” (p. 147). Consequently, disabled per-
sons likely seem even more reliant upon either support-
ers or the already self-constructed benevolent govern-
ment. Such forms of othering combine to deny ways of
thinking about the “agentive” (Mitchell & Snyder, 2015,
p. 1), “leaky” (Shildrick, 1997, p. 10) and “lively materi-
ality” of disability (Mitchell & Snyder, 2015, p. 1). Con-
sequently, these texts might be viewed as reinforcing,
rather than offering alternatives to what Robert McRuer
(2006) calls “compulsory able-bodiedness”, namely the
notion that “able-bodied identities...[and] perspectives,
are preferable and what we all, collectively, are aim-
ing for” (p. 372, cited in Mitchell & Snyder, 2015, p. 3).
However, these documents not only ‘other’ disabled per-
sons. In fact, even the offer of “services which help peo-
ple with disabilities, ethnic minorities, new arrivals and
the underprivileged to integrate into the community”
(GovHK, 2016a) conflates disparate persons, identities
and groups into an undifferentiated morass of otherness,
thereby constituting violently exclusionary discourse.

4.2.2. Inclusion...or Integration

In HKSAR discourse, there is slippage or parapraxis be-
tween ‘inclusion’ and ‘integration’, gongrong and ron-

gru in the simplified Chinese version of this document
(GovHK, 2016c). In fact, with the exception of the title,
integration is the term used (Figure 1). In ordinary dis-
course, such terms are used interchangeably. In disability
studies discourse, however, these terms possess differ-
ent connotations. As Colin Cameron (2014) explains, in-
clusion involves “the creation of settings in which differ-
ence is encouraged and valued” whereas integration typ-
ically implies disabled people must “become ‘more like’
non-disabled people in order to get acceptance” (p. 79).
Crucially, although SSPD states there are a “wide range
of rehabilitation services...available...to help people with
disabilities to develop their physical, mental and social
capabilities to the fullest possible extent” (GovHK, 2016b,
emphasis added), these only relate to training and trans-
port. Moreover, training is restricted to “working capac-
ity” and “employment” (GovHK, 2016b). This not only
suggests a neoliberal interpretation but also an assimila-
tionist model of inclusion. Significantly, these texts, and
the ‘services’ they mention, resemble those practices of
“neoliberal disability tolerance” that Mitchell and Snyder
(2015) refer to as inclusionism, “a term specifically asso-
ciated with disabled bodies operative in the policy world
of neoliberalism” (p. 4). These services, nevertheless, fall
short of offering what Mitchell and Snyder (2015) call
“meaningful inclusion” that necessitates “disability be-
comes more fully recognized as providing alternative val-
ues for living that do not simply reify reigning concepts
of normalcy” (p. 5, original emphasis). Such ‘inclusion’ is,
therefore, closer to definitions of integration within dis-
ability studies discourses and might even exemplify what
Mitchell and Snyder (2015) call disability’s “grudging ad-
mission to normative social institutions through inher-
ently neoliberal forms of redress” (p. 35).

It seems, furthermore, that inclusion comes with con-
ditions and significantly that deviating too far from ‘nor-
mal’ behaviours invariably results in exclusion. On ESI,
for example, it states children with “special needs en-
joy equal opportunity” to receive education in public-
sector ordinary schools but “those who have more com-
plex needs or whose disabilities are so severe that they
cannot benefit from education in mainstream schools re-
ceive education in public-sector special schools” (GovHK,
2016a, emphasis added). Such discourse locates barriers
to social inclusion unambiguously inside disabled people
rather than in the incapability of structures to include, or
admit, them. This discourse functions to obscure the so-
cial mechanisms involved in social exclusion and, more
generally, the ways in which “society” acts “as an op-
pressive disabling force” (Thomas, 2007, p. 53). A medi-
cal model of disability underpins this discourse, acting as
an “anchoring point” or “point de capiton” which stops
“incessant sliding of the signified under the signifier”
thereby stabilizing and fixing meanings, interpretations
and relationships (Chandler & Munday, 2011, p. 393).”

7 Although the UN notes “the prevalence of the medical model of disability in both the definition of disability and the enduring terminology and language
of the discourse on the status of persons with disabilities” in their report addressed to the PRC (UN, 2012, p. 2), this is conspicuously absent in the

section addressed to HKSAR: an absent presence.
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Crucially, such a discourse not only enables “normalcy”,
and “‘normal’ social structures and artifice, to remain
unquestioned” (Titchkosky, 2007, p. 165) but also dis-
places the onus from ‘non-disabled’ to ‘disabled’ peo-
ple, implying they rather than society need to change
(Cameron, 2014, p. 79) while not disturbing, and perhaps
even reinforcing, the non-disabled (or abled)/disabled
binary. Put differently, this seemingly innocuous sen-
tence presents an assimilationist condition: either ef-
fect integration through normalization or become seg-
regated in a special school. This means that the ‘inclu-
sion’ of disabled people unequivocally demands a con-
tradictory notion, namely “denying...differentness, their
right to be...just the way they are” (Ravaud & Stiker,
2006, p. 925).

These documents not only produce a narrow, shal-
low, version of social inclusion but also a limited defini-
tion of rehabilitation.® These interrelate with, thereby re-
inforcing, each other, by virtue of both being located in a
medical model of disability that functions to fix meanings.
Although rehabilitation refers to a process, or processes,
enabling disabled persons to “interact with their environ-
ments” (Albrecht, 2015, p. 420), in contrast to the expan-
sive notions of barriers in UN discourse, HKSAR discourse
limits these to physical and environmental barriers (e.g.,
the steps (not) going into a building, etc.) and does not
therefore recognize socially constructed barriers, such as
attitudes. Put differently, within HKSAR discourse reha-
bilitation focuses upon “the individual as a private entity”
and therefore on the nature of a person’s impairments,
rather than on the “expectations and structures of the
society and the community as a whole” (Albrecht, 2015,
p. 421). Even the provision of transport on SSPD (called a
Rehabus) while ostensibly realizing commitments to pro-
vide rehabilitation, albeit in only a bare form, can be read
as perpetuating processes of segregation and, there-
fore, promoting exclusion rather than inclusion. This is
because this conspires to remove, and erase, disability
from places of quotidian life rather than, for example,
working to remove attitudinal barriers, thereby enabling
both ‘non-disabled’ and ‘disabled’ persons to use exist-
ing forms of transportation concurrently. The Rehabus
might, therefore, be regarded as an act of dissociation.
Admittedly, such discourse and the policies they become
implicated in making seem not as extreme as to resemble
an elimination model of exclusion (Ravaud & Stiker, 2006,
p. 925). Instead, they articulate an intermingling of “seg-
regation” (or sequestration), “assistance” and “marginal-
ization” models (Ravaud & Stiker, 2006, p. 926).

5. Ways of Reading
The paragraphs below present an invariably partial and

selective account of students’ commentary reflecting
upon HKSAR discourse in ESI and SSPD. The views of

approximately 90 students were requested, although
only 56 were submitted. A total of 14,000 words
were produced.

5.1. Beneficent Government and the Robustness of the
Non-Disabled (or Abled)/Disabled Binary

The discourse students most commonly produced not
only recognized government’s benevolence but also
their role in facilitating a socially inclusive society. Stu-
dents’ commentary was, more generally, populated by
relatively utopian visions (e.g., “society is full of love”) of
Hong Kong and one of the most prevalent words within
the corpus of students’ discourse was “positive”, collo-
cated with “ideas”, “attitudes” and “words”. One student
from mainland China talked, for example, of the “kind
language” which, she claimed, could “enlighten people
with sympathy and comfort”, even going so far as to sug-
gest government discourse had altered her opinion of
them. “As a student from mainland China, | used to think
| should adapt to university life myself”, she explained,
“but now | feel the government cares about all minority
groups”. Chen’s commentary might exemplify students’
positive discourse:

I think the government is trying to produce and send a
very clear message that they want to do their best to
take care of everyone in Hong Kong. They are trying to
send the message to the public that the government
will take care of everyone, and that there is no need to
worry even if you are disabled. These words make me
feel the government is really trying to look after peo-
ple in need, and that they are willing to support those
people and try to make their lives more convenient
or to try to help people adapt to a new environment.
| think the message the government is trying to send
is clear and | feel positive about the words.

Such tendencies to read government discourse at face
value was at first surprising and disappointing since stu-
dents’ discourse had been initially solicited for pedagogi-
cal purposes, namely to apply principles associated with
CDA subsequent to a class in which they had been in-
troduced to them. In short, students had been actively
encouraged to not only search for bias but also denatu-
ralize and deconstruct language and | was disappointed
when they had not collectively done so. Such readings,
nevertheless, seem to unequivocally indicate the extent
to which the social conditions, or “the underlying conven-
tions” (Fairclough, 1989/2015, p. 60), which make possi-
ble both government and students’ own discourse are
naturalized. For example, students’ discourse like “the
government is doing its best”, “disabled people need
help”, “there is not much else which can be done”, etc.,
reproduce, and therefore reinforce, individualized ‘per-

8 Mitchell and Snyder (2015) observe that although rehabilitation often “refers to a productive process of recovery leading to a return to approximations
of normative embodiment (and, ultimately, employability)...the term suggests something less optimum. Cultural rehabilitation refers to normalization
practices at work within the neoliberal era through which nonnormative (i.e., nonproductive) bodies become culturally docile” (p. 205).
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sonal tragedy’ models of disability which leave social
structures unquestioned. In fact, “help” was the most fre-
quently used word in the mass of text produced by stu-
dents, appearing 90 times (out of a total corpus of 14,000
words), e.g., “the government play[s] an important role
to help people”, “disabled people are helpless”, “disabled
people need the most help”, etc. Alternatively, albeit per-
haps related to this, students’ readings might reveal how
dis/ableist ideology and discourse is so “normal”, “natu-
ral”, and taken-for-granted it has become “invisible” (Ja-
worski & Thurlow, 2011, p. 21): even when students were
specifically required to search for it. In fact, several stu-
dents, and one male student in particular with whom
| had hitherto enjoyed a good relationship, appeared
frustrated and even quite irritated by my “cynical” ef-
forts, as he put it, to incite students to re-read their read-
ings more critically. Admittedly, students’ propensities
to speak government discourse might also be because
of either their instrumental tendencies® or resistance
to me, and perhaps a combination thereof rather than
the power (or taken-for-grantedness) of these discourses
per se. It is, nevertheless, compelling to read these pro-
cesses as illustrative of recontextualization, namely “the
movement of parts or elements of...texts out of their
original context...into a different context” (Fairclough,
1989/2015, p. 38), in ways that reinforce them. Equally,
students’ readings might indicate government power: as
Norman Fairclough (1989/2015) explains “the power to
project one’s practices as universal and ‘common-sense’,
is a significant complement to economic and political
power...exercised in discourse” (p. 64).

Although government discourse invariably shaped
students’ readings, they were not ‘prisoners of dis-
course’, even if they appeared to speak government dis-
courses “as if they were their own”, as Bronwyn Davies
(2003) puts it in another context (p. 14, original em-
phasis). In fact, rather than reading students’ tenden-
cies to repeat government discourse as being resultant
from the irresistible force of discourse, it might be more
plausible to view students as being partly complicit with
them, whether consciously or unconsciously. Such com-
plicity might be because elements of already elabo-
rated upon government discourse made firm distinctions
between non-disabled (or abled)/disabled identities in
ways which privilege the former over the latter in this
binary. Because students’ own identities are invested in
this binary, they might be amenable, and receptive, to
those previously elaborated upon allusions, located, ac-
cording to my reading, in the sub-text of government dis-
course, albeit while being maintained, and perhaps even
consolidated, by students’ readings. As Wodak (2004) ex-
plains, allusions not only “suggest negative associations
without being held responsible for them” but also “de-
pend on shared knowledge”: the “person who alludes

to something counts on preparedness for resonance, i.e.,
on the preparedness of the recipients consciously to call
to mind the facts that are alluded to” (p. 195). Impor-
tantly, allusions exist as a kind of repertoire of collective
knowledge (Wodak, 2004, p. 195).

5.2. Questioning the Non-Disabled (or Abled)/Disabled
Binary and Aesthetic, and Ontological, Nervousness

Nevertheless, doubts insinuated themselves into some
students’ discourse. In some cases this expanded in ways
that evoked Michel Foucault’s (1977/1995) evocative de-
scription of the “confused horror” which “spread from
the scaffold” at the start of Discipline and Punish en-
veloping persons in shame (p. 9). Lam, a female student,
described how when reading the Chinese terms (as op-
posed to the English) she found them neither “appro-
priate” nor “polite”, as she put it. She was most con-
cerned with the term canji, a generic term connoting
‘disabled’, ‘handicapped’ or ‘deformed’, despite being
aware that the term has, as she put it, been adopted
by the UN and is, as Emma Stone (1999) points out, of-
ficially endorsed and “an apparently new and neutral
term” (p. 136). Her unease was even more poignant
given that she could not, as she put it, “think of a more
suitable term”, indicating deficiencies in, and with, ex-
isting discourse.1® Lam was, it seemed, preoccupied by
language—as indeed | had wanted her and her class-
mates to be—and its capacity to label. She commented,
for example, about how negative labels attach to per-
sons, and groups, not only guiding attitudes and be-
haviour but also, as Swain, French and Cameron (2003)
observe, becoming embroiled in processes of surveil-
lance and segregation, in ways which disable persons
(p. 12). She was, in short, questioning the invisibility of
discourse and consequently her common-sense distinc-
tions between non-disabled (or abled)/disabled were
becoming challenged. This seemed to make her uneasy,
perhaps because such ruminations threatened her own
‘non-disabled’ identity. As Lam explained:

Words can influence how people think. If | am not
wrong, | suppose this is the hidden power in discourse.
It is often not clear and not apparent to people, and
hard to identify in our everyday life. However, it has a
big impact on our world, as words can influence and
even change our thoughts without us knowing. By us-
ing certain words on the Chinese webpage, these peo-
ple [emphasis added] sound not normal. It will make
the public feel pity and sympathy for them, but also
superiority at the same time.

In effect, Lam had engaged with the sub-text of gov-
ernment discourse. She was also witnessing the ways in

2 While beyond the scope of this article, students often appear to me, and themselves (if their self-assessments in both semi-structured interviews
and more informal contexts can be taken as revealing their true feelings), as being motivated by instrumental reason. Their repetition of government
discourse almost verbatim might, accordingly, be seen as tactics deployed to complete the task with the minimum amount of effort.

10 | am’s discontent was, according to my reading, pertinent given canji is comprised of two characters, namely can, which encompasses such meanings
as ‘incomplete’, ‘deficient’, ‘remnant’, ‘ferocious’, ‘barbarous’ and ji, or ‘disease’, ‘illness’ and ‘suffering’.
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which ‘the non-disabled imaginary’ appears intent upon
elongating distances, both physical and psychic, between
‘us” and ‘them’, or ‘self’ and ‘other’, through the produc-
tion, maintenance and consolidation of a non-disabled
(or abled)/disabled binary in order to reinforce what
Bill Hughes (2012) poignantly terms “the emotional in-
frastructure of ableism” (p. 68). Her preoccupation with
words reveals how despite living in dis/ableist cultures
and societies, processes of internalizing these ideologies
are not complete. For her, ableist words “obstinately
refuse, sounding alien in the voice of the one who enacts
them through speech”, as Campbell (2008, p. 157) puts
it elsewhere: even when it was her speaking them. Yip,
meanwhile, seemed not only exasperated, and perhaps
even angry, at language’s lack of power to ameliorate the
circumstances in which it is spoken, or written but also
cynical about government discourse:

The government acts like a giver, a provider, to help
with the ‘reintegration’ of the disabled into society,
to help them to get a ‘normal’ life like the rest of us.
Perhaps the word ‘disabled’ itself already suggests a
certain kind of disapproval, saying they are ‘not able’.
Words on these pages try to be as fair as they can
but still they cannot cover the shred of empathy in
them, victimizing those with disabilities by offering
them ‘support’. The word support implies a patroniz-
ing perspective towards disabled because help is of-
fered by those with most power. The concessions pro-
vided to them separate the disabled from the rest of
us. Just like the elderly, those labelled ‘disabled’ are
said to need help to ‘reintegrate’ as if they were not
in this society with us together. While the services of-
fered aim to help disabled people cope with the chal-
lenges they find in daily life, the use of words in these
paragraphs already groups the disabled and separates
them from the rest of the society.

5.3. Reducing or Removing Ontological Anxieties

Readings by Lam and Yip not only register but also gen-
erate unease in ways that demonstrate how encounters
between ‘non-disabled’ and ‘disabled’ persons may be-
come a “primary scene of extreme anxiety” (Quayson,
2007, p. 17) even when these occur in mediated forms.
These emerge when students confront the instability of,
and imprecisions associated with, both language and
self. Such readings might ostensibly indicate the fragility
of power and hegemony, and the precariousness of
dis/ableist ideology and the identities capable of be-
ing produced (and denied) by them. Nevertheless, given
the anxieties they engender, it seems plausible students
work to assuage, or expunge, these oppositional, and
not only troubled but also troubling, readings of govern-
ment discourse. In fact, even in short fragments of dis-
course, discursive knots of one kind or another were un-
ravelled or sutured internally, in ways that re-privileged,
and reinforced dis/ableist discourse and non-disabled

(or abled)/disabled identities. Having glimpsed, albeit
perhaps fleetingly, the leakiness of seemingly robust clas-
sificatory systems constructed through discourse, they
needed, in effect, to be refortified. For example, Chiu had
been, according to my reading, extremely disturbed by
her engagement with government discourse, ruminating
upon how there was “no definite taxonomy” between
‘abled’ and ‘disabled’ persons and that it is “only we who
try to differentiate or, in other words, isolate people”.
However, her reading of government discourse still, ul-
timately, functioned to contain anxieties. She claimed,
for example, that even though “minorities face innumer-
able difficulties”, they are “lucky” to be born now and
in a context in which there is a “government to help
them, and fight for them”. Chiu thereby enabled her-
self to conclude by articulating a positive view of govern-
ment surmising their actions as being correct. Ostensibly
Wong was entirely incredulous to government discourse,
a scepticism which might partly be a consequence of
her having attended a class in media theory that spent
significant time developing tools with which to critically
read media representations. Wong claimed these web-
pages painted an “overly exaggerated and beautified”
picture, albeit one that did not deceive her. Neverthe-
less, only several sentences earlier she talked of feeling
“comforted”, “at ease” and, significantly, claimed these
webpages ensured she did not need to do anything or
feel guilty because “they [disabled people] are already
well-protected, things are fine, they are perfectly good”,
although such words might, admittedly, have been spo-
ken, or written, with the world weariness of a cynic.

6. Concluding Thoughts

This article has explored how purportedly inclusive dis-
course not only deflects away from the population it
seems intended to address but also gives persons who
engage with this discourse means through which they
might reassure themselves that disabled persons are be-
ing taken care of while at the same time securing, and
holding in place, non-disabled (or abled)/disabled iden-
tities. While this article has primarily focused upon dis-
course produced in Hong Kong, this exists in relation to
that produced by the UN in ways that suggest interna-
tional organizations are complicit in the co-production
of what Campbell (2012) calls “geodisability knowledge”
(p. 218). The discourse explored in this article seems to
suggest, at best, only a very limited commitment to so-
cial inclusion and, perhaps, indicates far greater efforts to
secure, and stabilize, non-disabled (or abled)/disabled
binaries. In fact, these documents, despite their self-
congratulatory tone, reinforce rather than weaken the
ontological consistency of such categories. Related to
this, while not entirely announcing social inclusion as a
finished project, texts like CRPD (n.d.) not only celebrate
progress but also collocate it with the government and in-
ternational organizations in ways that might indicate the
insidious expansion of the “practitioners of normaliza-
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tion rather than the inclusion” (Mitchell & Snyder, 2015,
p. 71) of disabled persons. In so doing, the aspiration of
social inclusion is appropriated, while being re-defined,
and constructed as something that can be achieved by
and through politicians and policy-makers while obscur-
ing, and perhaps even erasing entirely, the notion that
inclusion is only realizable through either “a process of
struggle that has to be joined” (Oliver, 1996, p. 90) or
conscientization. The effect of incorporating social inclu-
sion into official discourse is, as John Fiske (1987/2006)
argues in the context of signs of the ‘new woman’ and
‘patriarchy’, “to defuse any threat it might contain and to
demonstrate” the capacity of ableism to “accommodate
potentially radical movements within the existing power
structure” (p. 38). Such appropriation also debilitates re-
contemplation of those normalized, naturalized, taken-
for-granted and ‘unthought’ categories that unequivo-
cally act, as Scott Lash (1994) explains with reference
to Pierre Bourdieu, as “preconditions of our more self-
conscious...practices” (p. 154).

However, readers are also implicated in such pro-
cesses or meaning making and, as much as if not more
so than the documents with which they engage, hold
the ideological system in place. In so doing, readers
function like the Lacanian “point de capiton” which (or
who) “fixes...meaning”, submitting them to some code
(Zizek, 1989, p. 103) effecting or making it have a sta-
ble meaning. One corollary of such an interpretation
is that ideology operates through people who “iron
out’ contradictions...in ways which accord with the in-
terests and projects of domination” (Fairclough & Chou-
liaraki, 1999, p. 26). In this regard, these ostensible
“struggles” in and through discourse might necessarily
be reconceptualized as figurative skirmishes in which
dominant dis/ableist ideologies and discourses not only
emerge unscathed but also reconsolidated, even being
fortified by and through seemingly oppositional readings.
Through such processes with which readers are com-
plicit, and echoing observations on racism, non-disabled
(or abled)/disabled identities might even be galvanized
“with the intentional or unintentional support of the en-
tire culture” (Jones, 1972, p. 172). This is because a kind
of “aesthetic nervousness” (Quayson, 2007) is induced
when readers like Lam confront (or are confronted by)
what Judith Butler (2000) terms an “unassimilable re-
mainder” (p. 24) as disability “escapes the confines of
its negative ontology” even while discourse produces it
(Titchkosky, 2007, p. 126). The discourse to which this
article has referred might, therefore, be read as work-
ing to manage (or contain) such ontological anxieties and
as strengthening rather than weakening what David Bolt
(2012) has termed “critical avoidance” (p. 287). How-
ever, to “leave one’s thought in a state of unthought” is,
as Bourdieu (1992) observes with regard to the ways in
which the social world constructs its own representation,
“to condemn oneself to be nothing more than the instru-
ment of that which one claims to think” (p. 238, origi-
nal emphasis).
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1. Introduction

The principle of normalization has been identified by nu-
merous authors as the single most significant model for
policy and services in the field of intellectual disability in
the past fifty years—a fact that holds true in virtually all
English-speaking countries around the world, as well as
many others (see, for example, Caruso & Osburn, 2011;
Emerson & McGill, 1989; Keith & Keith, 2013; Kendrick,
1999; Race, 2002). Whilst not always explicitly cited in
policy and legislation, it had a significant influence on
the United Nations (1971) Declaration on the Rights of
Mentally Retarded Persons; and, in the United Kingdom,
both on the white paper, Better Services for the Mentally
Handicapped (Department of Health and Social Security,
1971) and The Report of the Committee of Enquiry into
Mental Handicap Nursing and Care (Jay, 1979), which

ushered in policies of deinstitutionalization; whilst in cur-
rent policy for people with intellectual disabilities® (De-
partment of Health, 2001; Scottish Government, 2013),
it continues to be the implicit theoretical pivot upon
which services shifted to a non-institutional basis (John-
son, Walmsley, & Wolfe, 2010). As Mathews suggests:

[It] had a major impact on social policy in the United
Kingdom and the provision of care services to disabled
people, and can be seen as being an influential driver
in the closure of long-stay institutions and the devel-
opment of more personalised, community-based al-
ternatives. (2017, p. 1364)

Although it did set out relatively clear objectives for re-
formed policy and services, its principal target, at least
in the early years, was the institution or hospital. In

1 References to ‘persons with intellectual disability’, ‘mental retardation’ and so on, refer only to conceptual categories in which some are situated and
others not; they do not refer to any intrinsic characteristics of such individuals.
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more recent decades, in what Altermark (2017) calls the
‘post-institutional’ era, there has been a shift towards
discourses of ‘citizenship’. However, as he also notes,
these have involved transformations of power, rather
than its disappearance.

This leaves a key question for the present as to
whether normalization continues to have any relevance
or contribution to contemporary thinking in intellectual
disability policies and practices. Whilst even some sym-
pathizers (e.g. Race, 2002) have suggested that it is time
to ‘move on’ from normalization debates, by critically
examining the development of two broad approaches
to normalization and philosophy, we can see the contin-
ued value of sociological critique in unblocking stultified
thinking. Two strands, or strategies, have linked institu-
tional critiques and putatively ‘progressive’ thinking to
two different aspects of liberal humanism—equality and
autonomy—with the former being more closely aligned
with behavioural psychology, and its emphasis on adher-
ence and adaptation to behavioural norms, and the latter
more in evidence in thinking around community-based
services and the promotion of independence. Needless
to say, these are broad characterizations of approaches
that in reality exhibited far less consistency or coherence.
They were not entirely distinct approaches to normaliza-
tion, and the elements of liberal philosophy are not mu-
tually exclusive. The aim of this article is to highlight and
account for the relative balance that was given in differ-
ent texts to the two elements and to explore their con-
nection to service frameworks in order to demonstrate
the essentially tactical nature of ethical principles within
service models like normalization. The hope is that, in do-
ing so, it will open up new spaces in which ethical claims
can be made and the rubric by which they can take form.

The critique will trace each of these strands in turn
and show how each connects with other, wider strate-
gies of power. It will demonstrate how these lines come
together within the discourse of normalization in appar-
ent structural correspondences. However, whilst appear-
ing to suggest a structural correlation, the article will
conclude that only a less deterministic, discursive ap-
proach can account for this association. Although the ar-
ticle draws on international literature, it is situated pri-
marily in the context of the United Kingdom, where nor-
malization and Social Role Valorization (SRV) have been
less hegemonic than elsewhere.

Whilst such an analysis cannot provide a set of so-
lutions to agreed upon problems, or even goals, there
being no such agreement or possibility thereof, it can
help to free up aspects of thinking that have be-
come sedimented and stuck. By putting the obvious
and self-evident back into play as contestable objects—
‘intellectual disability’ most of all—new ways of thinking
are more likely to be opened up. So, although normal-
ization tends only to be mentioned in passing in more
recent general texts on intellectual disability policy (e.g.
Goff & Springer, 2017; Richards, Brady, & Taylor, 2015;
Sturmey & Didden, 2014), this largely reflects how its as-

sertions and values have become implicit, producing an
assumed conceptual foundation for contemporary dis-
course (Altermark, 2017). Gilbert, Cochrane and Green-
well (2005, p. 293), for example, suggest, that it “has
been transformed into a discourse of citizenship with
people with learning disabilities now managed within
specialised spaces in the community which remain su-
pervised by professionals”, whilst Corbett (2011, p. 276)
credits it with the “significant politicisation of people
with intellectual disabilities”. Nonetheless, there remain
underlying assumptions that are particularly problem-
atic because of the ways in which they can obscure the
discursive and non-discursive effects that normalization
continues to play in constituting the field of intellectual
disability: its concepts, subjectivities, interventions, and
so forth. As this article will demonstrate, it is at this
level that a historicized critique of intellectual disabil-
ity must operate, rather than dealing only with current
policies, and service theories and models. Failure to do
so will result in the continual replication of variants of
the present.

2. Liberal Equality and Behavioural Conformity

The first strand, then, is that linking the development of
the principle of normalization as a loose and sometimes
contradictory discourse and operant conditioning, in par-
ticular, the way in which the former was used as an in-
strument of the latter—observations of mutual reinforce-
ment and contradiction notwithstanding (e.g. Emerson
& McaGill, 1989). As Clarke and Clarke (1974, p. 7) sug-
gested, behavioural techniques for the teaching of social
and employment skills “were [later] termed ‘normaliza-
tion’”, whilst Schalock (2004) observed that the develop-
ment of adaptive behaviour was ‘integral’ to principles
of normalization. Normalization also served as a tactical
weapon for psychology against medically oriented insti-
tutions in favour of community facilities, which, at least
in theory, had a more developmental orientation, even
if the realities of deinstitutionalisation didn’t always ac-
cord with these aims (Felce, 1996; Flynn, 1980). When
normalization took root in North America, the force of
the human rights argument was largely rooted in a cer-
tain tradition of human rights which existed in the USA—
broadly Lockean in orientation—as well as to a specific
period when that tradition received particular political
emphasis (see, for example, Wolfensberger, 1971). Not
only was it a time when there was a general critique of
institutions and institutionalisation (Goffman, 1961), but
it was also one that witnessed anti-Vietnam war protests
and civil rights unrest. One typical ideological strategy
employed for the political advancement of normalization
was to appeal to the common humanity between ‘peo-
ple with mental retardation’—and this word was itself
emphasized—and others, with a corresponding attack
on the ‘de-humanizing’ institutions and practices therein.
Central to arguments for normalization was the recog-
nition of “a claim to humanity which they share with
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the non-handicapped” (Ryan & Thomas, 1987, p. 130),
though, as Wolfensberger (1980) made clear, it would
be mistaken to draw a simple equation between the two.
Normalization may depend on humanization, but the lat-
ter does not necessarily lead to, or imply commitment to,
the former.

The specific philosophical construction of person-
hood for the ‘retarded’ individual was not by any means
unique to the issue of retardation. Nonetheless, there
is ample evidence of this shifting view being tactically
significant for an empiricist psychology in defining the
personhood of the retarded individual. This was partic-
ularly true in the ways in which it further dichotomised
soul and body, alienating consciousness from behaviour.
Gold (1980, p. 19) illustrated this point with his insistence
that trainers focused on tasks and behaviour as opposed
to “feelings”, which would constitute “manipulation”. As
Foucault (1979) observed, the deployment of the soul as
human essence was fundamental to the coexistence of
the empirical sciences of human behaviour, with human-
ist politics and ethics. Foucault describes its function as
a ‘reality reference’, upon which, through the medium of
the body:

Various concepts have been constructed and domains
of analysis carried out: psyche, subjectivity, personal-
ity, consciousness etc.: on it have been built scientific
techniques and discourses, and the moral claims of
humanism. (Foucault, 1979, pp. 29-30)

For the principle of normalization, the key function, or
effect, of the soul was to establish a commonality and
equality between those deemed to be and not to be ‘re-
tarded’. In addition, it depended upon a specific relation-
ship between the retarded person, his or her body, and
the observing gaze of the psychologist.

Of the various key components that make up liberal
humanist philosophy, that of ‘liberal equality’—equality
before the law, equality of opportunity, as citizens in
a democratic polity, etc.—was particularly significant in
this strand of normalization. As already noted, the claims
of normalization against the dehumanizing institution
were invariably underpinned by assertions of this com-
mon humanity. The role of psychology was, perhaps, sub-
tler, though arguably much more profound in forming
the conditions of emergence for normalization (Simpson,
1998). Whilst at pains to say, unconvincingly to critics
(see e.g. Brown & Smith, 1989; Perrin & Nirje, 1985), that
“the goal [of normalization] is not to impose social confor-
mity”, it was, nonetheless, “to prevent or reverse invol-
untary or unconscious deviancy” (Wolfensberger, 1970,
p. 68; see also, Wolfensberger, 1972). Behaviourism in-
troduced another form of normalization, viz. the nor-
malizing actions of disciplinary power. Thus, there were,
“two...basic variables that can be manipulated for the
client’s benefit: his environment and, as a result of the
manipulation of his environment, his behavior” (Meyer-
son, Kerr, & Michael, 1974, p. 377).

In this way, behaviour was reduced to the level of
a ‘variable’, subject to expert scrutiny and control, the
aim of which was to produce social integration through
behaviour change—though also attitudinal and service
changes. In turn, the separation and bracketing of the
‘ethical’ created a distinctive hierarchy of need. Thus,
skills of money use or the prevention of shrieking in pub-
lic were deemed to be more important on the scien-
tific curriculum than the creation or appreciation of art.
As Wolfensberger and Thomas (2007, p. 283) suggested,
competence development should be directed towards
the enhancement of creating and sustaining valued so-
cial roles, not with “competency for its own sake”. Con-
sequently, the ‘mentally retarded’ subject became an
increasingly complex and managed space characterized
by the containment of responsibility and self-direction,
within an encompassing space of irresponsibility and
alienated will.

Although often downplayed in relation to other fac-
tors, such as the putatively sociological basis of normal-
ization (Wolfensberger, 1970, 1972, 1975), the impact of
developments in psychology in the post-war period were
highly significant for the emergence of normalization. At
the same time, the picture was a complex one and Par-
menter (2004) documents the ways in which behavioural
psychology drove and was driven by the demands of non-
institutional models of service provision. Behavioural re-
search demonstrated what could be achieved in terms
of the acquisition of social skills (Francey, 1960; Tizard,
1964) and employment skills (O’Connor & Tizard, 1956),
as well as the reduction in ‘maladaptive’ behaviours
(Beier, 1964), and a wide range of other aspects of learn-
ing and behaviour through operant conditioning (Denny,
1964). As Yates, Dyson and Hiles (2008) note, the indi-
vidual tended to become obscured within normalization,
which reduced its targets merely to functions of the so-
cial. This problem, they argue, is borne precisely out of ir-
reconcilable tensions between the humanism of normal-
ization, an essentialist view of impairment and the fail-
ure to conceive of the subject as an effect of power and
knowledge. These problems are evident also in the sec-
ond broad tradition of normalization, considered next.

3. Liberal Autonomy and the Self-Directed Life

Running through the dominant discourse of normaliza-
tion, then, was a thread of similitude that linked together
the scientific pedagogy of behaviourism and the ideol-
ogy of liberal equality: a behavioural, disciplinary nor-
mality, and a shared human identity. However, although
Wolfensberger’s approach, or, rather, approaches, may
have dominated the field, theoretically at least, they
were by no means the only ones. The apparent structural
correspondence between liberal humanism and strate-
gies of governance can also be found in another strand
of normalization. In this instance, the broad correlation
is between an ideological base drawing principally on lib-
eral autonomy and a service strategy aimed at maximiz-
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ing choice and independence. Here the common thread
is quite different, rather than commonality between peo-
ple, it emphasizes human individuality and uniqueness
via human rights and autonomy. Although normalization
was not centrally about ‘rights’ (Wolfensberger, 2002),
the discourse of ‘rights’ was very much in evidence from
the outset of the normalization’s development. Bank-
Mikkelsen (1964) identified the recognition of the full
and equal rights of citizenship for the people with in-
tellectual disabilities as central to the pioneering devel-
opments in Denmark that first introduced the principle
of normalization.

Several factors contributed to the fracturing of the
relative theoretical homogeneity that normalization en-
joyed in the 1970s. One of these was the widespread co-
option of deinstitutionalisation into government policy
in Western and Northern Europe, North America, and
Australasia. In many of these cases, the policies, often
under a general rubric of ‘community care’, aimed at
maximizing choice and independence, most especially
in countries and states where neo-liberal social policies
were beginning to be pursued. Nirje (1969, 1972) had ar-
gued from the outset that the right to make or influence
choices affecting one’s life was fundamental to the prin-
ciple of normalization at both an individual and collec-
tive level.

They know what they are talking about, and they
know that they are describing the realities of their
existence....They are acting as citizens with the same
right to be respected as others. (Nirje, 1972, p. 189)

The UK government policy framework of ‘community
care’, or the service model of ‘an ordinary life’ (King’s
Fund, 1980, 1984) provide good examples of the empha-
sis on independence, both in the sense of self-reliance,
i.e. of individuals, families and communities, and self-
determination. In this formulation, ‘normal’ played a
much more straightforward function as the creation of
services that allowed for lives as ordinary, unfettered and
self-determined as possible (e.g. Towell, 1988). As with
Nirje (1972), the key role of service users as experts on
their own circumstances and needs was central (Gather-
cole, 1988). From the perspective of public authorities
providing and commissioning social services, the promo-
tion of independence was also frequently linked to reduc-
tion in public support.

This conceptual approach emphasised the individ-
ual and his or her right to self-determination. Here,
a typically more politicised approach both celebrated
difference whilst also challenging the oppression re-
lated to it (see e.g. Szivos & Travers, 1988). Confronting
the alleged emphasis on conformity to dominant social
norms—white, masculine, middle class—Szivos asked:
“Why should people [with intellectual disabilities] not be
allowed to feel positively about what is unique about
them?” (1991, p. 29, emphasis added)

By contrast, the normalizing pedagogy of the psy-
chological strand exhibited a tendency to over-ride self-
determination wherever it resulted in decisions and op-
tions that might not be the most ‘socially valued’—
most especially after Wolfensberger’s (1983) concep-
tual reorientation towards SRV, which resulted in an
even greater ambivalence towards the whole question
of personal choice (see e.g. Wolfensberger, 2002). For
Wolfensberger and Thomas (2007), the exercise of one’s
rights was firmly subordinated to cultural normativity
and adaptive competence for deviant and devalued per-
sons, rather than placing rights and choice at the cen-
tre, as Mathews (2017) suggested it did. Services were
expected to implement support for rights in ways that
developed “adaptive personal autonomy...[in] culturally
appropriate and valued [ways, for the]...responsible ex-
ercise of their rights” (Wolfensberger & Thomas, 2007, p.
225, emphasis in original). The exercise of personal au-
tonomy in ways that were ‘maladaptive’ was to be “gov-
erned by discipline, self-control, and a sense of responsi-
bility” (Wolfensberger & Thomas, 2007, p. 225).

4. Normalization and Ideology: Structure and
Discourse

As noted, there were sharp points of disjuncture in
Wolfensberger’s own work, most notably with the shift
to SRV—cementing his focus on creating and maintain-
ing valued social roles as the key to protecting deval-
ued social groups from exclusion and harm—and times
when threads came together only to part later, highlight-
ing the need not to become concerned with authorial
biographies and oeuvres (Foucault, 1972). Rather than
attend to the evolution of any particular author’s think-
ing, | have tried to present an apparent structural cor-
respondence between certain strategies of power and
ideological formations in the discourse on normaliza-
tion. Specifically, one based on commonality (‘human
essence’ as an ideology underpinning the strategy of ‘be-
havioural competence’), and another based on individu-
ality (with ‘liberal autonomy’ serving as the ideological
basis for ‘independence’).

There is a certain attractive neatness to a struc-
tural account for these correspondences. What is lacking,
however, is any apparent mechanism or structure of cau-
sation. Without recourse to the founding subject—there
being no reason for supposing that authors are individ-
ually, and simultaneously, engaged in a conscious tacti-
cal appropriation of ideological elements solely in pur-
suance of larger power strategies—there is a hiatus in
the accounting for any determination. More widely, this
was, of course, one of the principal reasons for the gen-
eral demise of structuralist theory (Nayar, 2014).

Post-structural approaches, with the general empha-
sis on ‘discourse’, understood as constitutive, though not
determining, of subject positions (Sullivan, 2005), seem
more promising analytically. In a study of the life sci-
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ences, Valle (1997) suggests three dimensions for the
analysis of discourses:

(i) the subject matter of the texts and their general
rhetorical structure; (ii) the implicit or explicit ‘recipi-
ent’ or addressee of the text; and (iii) the presence or
absence of an explicit text ‘motivation’, i.e. statement
of purpose. (Valle, 1997, p. 79)

All three of these elements can be observed in this study
of normalization and liberal philosophy. The analysis has
rested on the study of the elements and structure of
the discourse, and it is from here that the central prob-
lematic has arisen. In the second and third place, sev-
eral implicit—and sometimes quite explicit—target audi-
ences and objectives can be discerned, particularly relat-
ing to the general anti-medical, anti-institutional agenda.
However, as the analysis has shown, the motivations and
addressees are multiple, highly layered and inconsistent.
In addition, the second and third components, like Kuh-
nian theory of scientific development (Kuhn, 1996), lead
this approach to lapse into a form of collective psychol-
ogy based around inter-subjective agreement on truth
and meaning (Gutting, 1989). A Foucauldian approach,
however, more thoroughly excludes the action of the
subject from the analysis:

The rules of discourse are not rules which individuals
consciously follow....Indeed, the place, function and
character of the ‘knowers’, authors and audiences of a
discourse are also a function of these discursive rules.
(Philp, 1990, p. 69)

In addition, this approach allows for the generalised
account given here, whilst also accounting for the, of-
ten significant, exceptions to the correspondences sug-
gested. Foucault (1981, p. 100) notes that elements and
bodies of discourse circulate with “tactical polyvalence”,
pressed into service first for one, then for another strat-
egy of power, sometimes simultaneously for two contra-
dictory ones. Equally, two apparently exclusive elements
may be held in tension within the one power-knowledge
complex. For this reason, we must also avoid the ap-
proaches based merely on the play of binaries.

The principle of normalization was simultaneously: a
concept, or series of concepts; a wider discursive field;
and a technology of power. Little wonder then that its
proponents so often felt compelled to correct the per-
ceived errors of others in interpreting or applying it: aca-
demics, professionals, policy makers and one another
(e.g. Emerson, 1990; Nirje, 1992; O’Brien, 1981; Per-
rin & Nirje, 1985; Wolfensberger, 1980, 2002), or, as
Caruso and Osburn (2011, p. 194) put it, “safeguarding
against...degradation”. Deleuze and Guattari’s (1988) fig-
ure of the ‘rhizome’ provides a useful analogy here. Like
the rhizomatic tuber, normalization proliferated beyond
the control of its designers, mutating and altering its
growth to changing conditions. There was never a single

point or strand that could be called the ‘true’ or ‘essen-
tial’ one, not even in a founding sense—perhaps most
of all in a founding sense—to which we might return or
aspire. Furthermore, as Shildrick and Price (2006) note,
the rhizomatic proliferation of knowledge is not some-
thing to be wary of or disappointed in. At worst, there
is an inevitability to its steady operations, and, in fact, it
constantly opens up new inclusive opportunities for such
developments, particularly at the micro-level. Goodley
(2007; see also Fisher & Goodley, 2007), for example,
has shown how ‘rhizomatic’ counter-narratives from the
mothers of disabled babies have helped produce ‘shelter’
and resistance from dominant ones, as well as leading
new forms of subjectivities.

Whilst here is not the place to develop a fully-fledged
account of normalization as rhizomatic, there are a num-
ber of points to be made—following Buchanan’s (2007)
reading of the concept—none of which imply or re-
quire wholehearted support for the Deleuzo-Guattarian
project. Firstly, the various iterations and uses of normal-
ization that we have considered (and all the others be-
sides) interconnect, though we must eschew the temp-
tation to order them hierarchically and claim that any
are more ‘true’, ‘accurate’ or possibly even ‘helpful’. Sec-
ondly, and following from the first point, they are all
facets of a whole that is simultaneously not a unity;
“it is composed of dimensions...not units” (Buchanan,
2007). Thirdly, the proliferation of the rhizome is not ‘re-
productive’, in the fashion of Wolfensberger’s approach;
instead, its growth is chaotic, unpredictable, genera-
tive of mutation and offshoots. Fourthly, it is an “in-
finitely modifiable map” (Buchanan, 2007), highlighting
the fact that normalization, through ongoing critique,
contains infinite future potentialities and directions of
travel. Fifthly, the rhizome lacks any fixed centre or rul-
ing signifier, which is why Wolfensberger’s efforts at con-
ceptual containment continually failed. Lastly, Buchanan
(2007) notes that the rhizome is not “amenable to any
structural or generative model”; normalization, in other
words, is not a ‘thing’ that exists to be understood, clar-
ified and refined. It is constantly being brought into be-
ing, and in ever new ways, with and through discourse
and practice.

Some of the signs of this rhizomatic (re)generation
are evident throughout this article. The institution pro-
vided a common focus and the conditions conducive to
the deployment of a discourse of common humanity. In
the post-institutional context, the field is fragmenting—
the normative strategy has intensified, whilst new strate-
gies have emerged, predicated on the new relations of
power: choice, individual service planning, risk manage-
ment. This does not, however, imply that discourse, even
in its strictly ideological functions, is subservient to the
actions of a sovereign power. Instead, this article high-
lights the way in which both liberal humanism and nor-
malization deploy and are deployed, for reasons of tacti-
cal expediency, in “a multiple and mobile field of force
relations, wherein far-reaching, but never completely
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stable, effects of domination are produced” (Foucault,
1981, p. 102).

The elements of philosophy explored in this article
do, however, also perform an ideological function, in the
sense that they play a legitimating role for certain prac-
tices and policies. They do not provide a foundational
value base on which normalization can be said to rest,
but neither are they ideological in the structuralist sense
of that term; there is no structural determination in ev-
idence, they have no intrinsic, singular or static connec-
tion to normalization, and have no fixed orientation or
value. They signify a much more complex pattern of mu-
tual induction, transformation and deployment of power
and knowledge over a constantly shifting terrain.

5. Conclusion

This article has implications for common assumptions
that the outcome of ethical contests is, or at least ought
to be, primary and determining in shaping the life op-
portunities, the social and ethical position of people
with intellectual disabilities, and what that might even
mean (see, among others, Kittay & Carlson, 2010; Rogers,
2016). Goodey (2011, 2016), by contrast, has argued
that the relationship between ethics and social practices
shaping ‘intellectual disability’ have been far more com-
plex and contradictory throughout history in ways that
are not reducible to matters of progress. Indeed, one
might be tempted to wonder whether Kittay and Carl-
son’s (2010) eponymous debate around Cognitive Dis-
ability and its Challenge to Moral Philosophy might not
more accurately be reversed.

The consequences of such a study for SRV, and its ac-
companying service assessment tool, PASSING, are that
any further attempts to purify, define and control the
concept, its dissemination and application, would be seri-
ously misguided. One of the key features of the shift from
normalization to SRV, was an increasing emphasis on the
nature of the concept as empirically verifiable, objective
and essentially value free; the underpinning assumption
being that SRV was itself subject to ‘higher order’ ‘supra-
empirical’ principles and values which give the system
and its outcomes meaning (Thomas & Wolfensberger,
1999). SRV, it is suggested, should be restricted to the
domain of empiricism, ‘What works?’, and anything else
is ‘religion’ (Thomas & Wolfensberger, 1999); SRV itself
“does not prescribe” (Wolfensberger, 2002, p. 253).

However, such a position has resulted in a certain
vacillation because its proponents regard social norms
and mores as both a resource for the process of val-
orization, as well as the primary sources of oppression
(e.g. Wolfensberger, 1995). SRV reveals itself as an ac-
tively functioning system for the deployment of values,
and as much more than just passively subject to the ac-
tions of ideological meta-narratives. More significantly,
there can be no appeal to such ‘supra-empirical’ prin-
ciples, since the fact-value divide on which such a sup-
position rests cannot be sustained. The ideological sys-

tems deployed in the various iterations of normalization
have been shown to have been levelled to the same shift-
ing terrain of power-knowledge relations as the concepts
they are purported to govern. The reconceptualization
of normalization as SRV did nothing to overcome this. In-
deed, claims to a quasi-scientific neutrality themselves
carry an ideological paradox: Critics’ very attempts to
raise objections on ideological grounds are dismissed as
fundamentally misguided on the grounds that SRV pro-
vides no guide to what ought to be done (Wolfensberger,
2002), and yet, it is surely spurious to maintain that SRV
is in fact neutral about what is to be done. The mere fact
of determining what is and is not directly relevant to the
measurement of social value is itself a matter of value, as
are the mechanisms of definition and relative weighting.

Returning to Yates et al. (2008), it isimportant to note
also that neither normalization nor SRV have resolved the
paradoxical relationship between the implied concept of
the liberal subject, and the intellectually disabled sub-
ject’s actual status as produced by various lines of force
(see also, Simpson, 2017). The outcome of this paradox,
they contend, is the, again implicit, although necessary,
silencing of the impairment, ‘intellectual disability’, as a
concept itself, leading to further conceptual confusion.
Altermark (2017) also tries to problematize this subject
position by recasting the recent historiography of intel-
lectual disability. However, he does so in a way that intro-
duces different kinds of historical simplifications to those
he attempts to critique. Following Foucault’s lead, Alter-
mark objects to analyses of power that constantly privi-
lege the state, but he himself situates historical periods—
overly monolithically—in terms of government policies.
As we have seen here, the initial developments in nor-
malization and deinstitutionalization had little to do with
the state per se, beginning at a more micro and intersti-
tial level with developments in operant conditioning.

Other tensions and conflicts are also apparent in the
maintenance of SRV, for instance, in the way in which
it evinces an ongoing difficulty in adopting or aligning it-
self with a clear system of rights. In their book on ethics
and intellectual disability, for instance, Keith and Keith
(2013) conclude with a section, commending SRV as the
way forward, that is devoid of reference to rights and
ethical theory. Also, whilst Caruso and Osburn (2011)
were insistent on the need to keep ‘best practice” within
the tightly regulated framework of SRV, Shevellar, Sher-
win and Mackay (2012), struggle to marry the top-down
enforced singular model of SRV with the principles of
adult education, with its participative and experiential,
bottom-up approach. Whilst wishing to ground SRV train-
ing in experiential learning and reflection, they do not
anticipate and address the kind of proliferation of per-
spectives that Wolfensberger and those carrying on his
legacy were so keen to avoid. They do, however, note
the inability of SRV to halt the development of oppres-
sive institutions now flourishing in the community.

This critique problematizes two implicit paradoxes
that were evident in the two approaches to normaliza-
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tion and that continue to be very much in evidence to-
day. The first derives from the professional and concep-
tual manoeuvring by psychology; it is the underlying as-
sumption that the different must be made to appear the
same. Indeed, as Simpson (2014) contends, it is the very
failure of mechanisms of socialisation to inculcate disci-
plinary self-regulation that is constitutive of intellectual
disability itself. Consequently, interventions typically in-
volve the external imposition of what would normally be
acquired and assumed. The second paradox, perhaps the
more significant one, can be traced directly to the second
tradition of normalization, viz. the unstable and logically
incoherent claim of different but equal. The basis of any
putative categorical difference here can only essential-
ize intellectual disability. However, doing so undermines
any real basis for commensurability within liberal human-
ism. This paradox was captured, without irony, in the title
of an earlier policy framework published by the Scottish
Executive, The Same as You? (2000). The title, posed as
a question, both implies a difference—about which the
question is being asked—whilst enquiring as to whether
that difference is the same.

Given these warnings, the advancement of a progres-
sive politics for and with people with intellectual disabil-
ities must not imply unequivocal adherence to a partic-
ular model, or even an objective. Not simply because
these are never arrived at, but because the relations of
power and the constitutive bodies of knowledge are con-
stantly shifting. As Shildrick (1997) notes:

The yearning for the certainty of absolutes has re-
sulted historically not in justice or equality or liberty,
but in the denial of moral personhood to all those cat-
egories of living beings who cannot be identified in
terms of the ideal standard. But once the binary of
ideal/non-ideal has been displaced, once it is acknowl-
edged that full and final definition is always deferred,
it becomes possible to seek new constructions which
no longer operate on the basis of exclusion. (Shildrick,
1997, pp. 212-213)

Although, as we have seen, new constructions, whatever
form they take, can shift quite easily from being instru-
ments of liberation to ones of oppression. The never-
ending attempt to fix and govern a theory, such as SRV,
inevitably causes us to lose sight of how fundamentally
the field has changed and, therefore, the strategic pos-
sibilities of SRV itself. Paradoxically, this change is very
much due to the effects of normalization itself, albeit not
always in foreseen or planned ways. That is not to say,
as some have done (Race, 2002), that there is no longer
any purpose to be served in studying normalization, and
that only SRV and associated concepts should be consid-
ered. Indeed, rhizomatic proliferation is not the reason
why normalization should be ignored, it is what presents
public policy with the possibility of radically new options
and directions.
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1. Introduction

In recent years, some countries have de-institutionalised
their residential disability care facilities. An emerging
central idea is the organisation of disability care through
personal assistance. This phenomenon has been most
pronounced in the United States of America, Canada,
Australasia, and—in the European context—Scandinavia
and the United Kingdom (Mansell & Beadle-Brown, 2010,
p. 104). Personal assistance is characterised by the di-
rect funding of disabled people instead of the service
provider and by the person’s freedom to choose the de-
sired services (Ratzka, 2004, pp. 2-3). The policy change
in disability services to personal assistance, instead of

residential care (hereinafter, personalisation), is key to
enable independent living. Although the term ‘person-
alisation’ is used ambiguously in the United Kingdom’s
recent political practice (Beresford, 2014, pp. 5-6), for
simplification purposes this article uses the term in its
original meaning as direct payments for personal assis-
tance (Slasberg & Beresford, 2015, p. 481). Personal as-
sistance liberates the impaired person from the role of a
passive care recipient and makes the person a “customer
or boss” (Ratzka, 2004, p. 3).

In the extant literature, only a few studies (Aselmeier,
2008; Aselmeier & Weinbach, 2004; Baumgartner, 2009,
2008; Rimmerman, 2017; Rummery, 2011; Sigka, Beadle-
Brown, Kanova, & Tgssebro, 2017; Waterplas & Samoy,
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2005; WemRen, 2014) compare disability care and living
arrangements by including continental European coun-
tries. What is more, there are also reports (ANED, 2009;
BSV, 2007; ENIL, 2017b; ESN, 2013; FRA, 2013) compar-
ing countries of different sets of geographical origin. Nev-
ertheless, to the best of my knowledge, there is a need
for the proliferation of social-theory-grounded compara-
tive insights regarding continental European countries.

Some continental European countries seem to show
greater reluctance toward personalisation than Anglo-
Saxon and Scandinavian countries. | address this issue
through a comparative social-policy perspective by in-
cluding the cases of Germany and Switzerland. In both
cases, the policy change from residential care to per-
sonal assistance occurred to a more limited extent than
within the European personalisation-pioneer countries—
Sweden and the United Kingdom. The article drafts a
theoretical framework in which all four countries can be
compared. This analysis is embedded in a broader the-
oretical approach of welfare and disability theories and
aims to make the first theoretical illustration for a possi-
ble framework for comparing these diverse cases by un-
derstanding the continental European cases particularly.

Following the introduction, the second part of this
article lays out a possible understanding of personalisa-
tion, drawing on an overarching social theory framework.
As Richardson and Powell (2011, p. 75) point out, the
works of Marshall (1950) and Polanyi (1944/2001) are
well-suited to provide an understanding of the underly-
ing dynamics, which lead to similar events in countries
that are otherwise quite dissimilar (for an application of
Marshall, 1950, to personal assistance see: Christensen,
Guldvik, & Larsson, 2014). These very well-known meta-
theoretical argument classics are combined with the in-
sights of Nancy Fraser (2013) as well as Fraser and col-
leagues (Fraser & Honneth, 2003). It is a central claim of
this article that the bivalent understanding of social jus-
tice given by Nancy Fraser is highly fruitful for this the-
oretical undertaking. Within this understanding, a gen-
uine disability theory (Drake, 1999) is included. The aim
of the second part of this article is to provide a narra-
tive for underlying dynamics that are similar in all four
countries included in this comparison. The claims for per-
sonal assistance are seen as a typical claim of an emanci-
patory movement, given a special framework within the
bivalent understanding of social justice.

The third part of this article has a slightly different
aim—it attempts to provide an explanation for the more
reluctant implementation of personal assistance in the
two continental European countries in this comparison,
and therefore tries to explain the dissimilarities in policy
outcome, despite the similar claims of the emancipatory
disability movement. These dissimilarities are explained
with two theories—the power resource theory and cor-
poratism theory—which are related, according to Ebbing-
haus (2015), by being genuine conflict theories. Ebbing-
haus (2015, p. 55) points out that one important contri-
bution of the power resources theory applied to social

policy is The Three Worlds of Welfare Capitalism by Ggsta
Esping-Andersen (1990). This framework, which assumes
different welfare regimes, is applied to explain dissimilar-
ities regarding personalisation within the four compared
countries and is combined with a somewhat bigger theo-
retical framework of disability rights. The insights about
disability rights in the second part are combined with in-
sights about welfare regimes in the third part in order to
understand the dissimilarities.

In the fourth part, a more in-depth analysis is gener-
ated regarding the four countries. The United Kingdom,
Sweden, and Germany are taken as ideal-typical cases for
three different welfare regimes. Key figures about social
spending and the amount of people receiving personal
assistance are compared. Furthermore, Switzerland pro-
vides a challenge for regime theory because it shows key
figures of the conservative-corporatist case in disability
care contradicting its classification in welfare regime ty-
pology. Ciccia (2017) points out that one can overcome
some limitations of regime theory by combining welfare
regime macro theorising with an in-depth analysis of dis-
aggregated concrete policies. This approach is conducted
with the Swiss case in a single case study. Looking closer
at Switzerland, one detects that the organisation and
governance of social service in the disability sector is an-
other key factor for theorising. So, following the insights
of disability rights and the insights of welfare regimes,
the insights of the organisation of social services com-
pletes the argumentative picture.

The fifth part is the conclusion. In the conclusion,
the interplay of disability rights, welfare regime, and
the organisation of social services are summarised again.
The main aim of this article is to develop a heuristic
approach to incorporate a continental European view
within comparative studies about personalisation. This
article attempts to make an illustrative argument that
may be useful for more concrete empirical investigations
in the future.

2. A Fraserian Perspective on Welfare and Disability
Rights

2.1. The Bivalent Nature of Social Justice

The theory proposed by critical theorist Nancy Fraser can
be very fruitful for disability policy analyses (for analy-
ses in the Western capitalist context: Dodd, 2016; Knight,
2015; Mladenov, 2016; for analyses in the global con-
text: Soldatic, 2013; Soldatic & Grech, 2014; for care pol-
icy: Swaton, 2017; for personal assistance: Mladenoy,
2012; Mladenov, Owens, & Cribb, 2015; Owens, Mlade-
nov, & Cribb, 2017). According to Fraser (2003), there
are generally two dimensions of social justice: recogni-
tion justice and redistributive justice. The former corre-
sponds to status-based disadvantage while the latter cor-
responds to socio-economic class hierarchy. In a plausi-
ble expression, the aim of redistributive justice is mate-
rial egalitarianism while the aim of recognition justice
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is societal diversity (Fraser, 2003, p. 7). Redistributive
justice is characterised by a more just distribution of
income and wealth, while with recognition justice one
does not have to pay the price of assimilation to gain
equal respect (Fraser, 2003, p. 7). Applied to personali-
sation, this means:

Fraser’s two-dimensional framework implies that per-
sonalisation’s potential for contributing toward social
justice depends on its ability to bring together redistri-
bution and recognition in ways that, first, guarantee
the economic resources needed by service users for
equal participation in social life (thus satisfying con-
cerns about redistribution), and second, institution-
alise patterns of cultural interpretation that equalise
the status of service users in social interaction (thus
satisfying the principle of recognition). (Owens et al.,
2017, p. 8)

I mainly claim that one can achieve a fruitful link between
welfare theory and disability theory by standing on the
shoulders of Nancy Fraser, but this needs a constructive
contention of two existing theories pertaining to the bi-
valent framework.

2.2. The Works of Marshall and Drake through the
Bivalent Perspective

In the research field of the welfare state, the essay Citi-
zenship and Social Class by T. H. Marshall (1950) is very
well-known. Marshall (1950) analyses the attributions
that individuals can receive in markets and compares
these to the attributions that one can get as a citizen.
He describes a partial withdrawal of individuals from
purely market-shaped assignments toward a citizenship
with social rights. The evolution of rights can be stud-
ied in different phases—the development of civil rights
in the 18th century, political rights in the 19th century,
and social rights in the 20th century (Marshall, 1950). On
the other hand, Drake (1999) espouses a genuine disabil-
ity theory and distinguishes between the different mod-
els of disability policies that can be observed in history.
The laissez-faire model is characterised by the fact that
the state plays a minimal role in the lives of disabled
people (Drake, 1999, pp. 36—37). In this case, the bur-
den of care falls on communities or on households and
families (Budowski & Schief, 2017). The piecemeal ap-
proach to policy-making is characterised by the broad
adoption and application of the medical model of dis-
ability; people are classified and categorised according to
their impairments and the state responds to the needs
of the disabled people (Drake, 1999, pp. 36-37). In the
maximal policy model, the state starts to combat struc-
tural inequalities linked with disability and develops wel-
fare responses to combat these disparities (Drake, 1999,
pp. 36—-37). The social or rights-based model is charac-
terised by the fact that disability is more than a wel-
fare issue (Drake, 1999, pp. 36—37). In this model, the

state accepts disablement to be a product of society itself
and accepts responsibility to serve all its citizens (Drake,
1999, p. 36). In this case, the social model of disability is
fully accepted and serves as the main guide for disabil-
ity policy-making.

I make the case that the difference between the the-
ories of Marshall (1950) and Drake (1999) seems to be
basically a difference in succession between the two dif-
ferent kinds of justice described by Nancy Fraser. This
idea is inspired by a comparative educational idea of
Richardson and Powell (2011, p. 76), which asserts that
special education also did not follow a “benign linear-
ity” directly from exclusion to inclusion (Richardson &
Powell, 2011, p. 76). Rather, it started as a (distribu-
tive) support and service scheme for people who were
totally excluded from public schooling while the new
(recognition-oriented) societal norms of participation oc-
curred later in its history (Richardson & Powell, 2011,
p. 76). Long before the turning point to ‘inclusive educa-
tion’, the school system was—and in many cases still is—
characterised by supportive but non-inclusive ‘special ed-
ucation’ (Powell, 2006).

Inthis article, | make the fundamental claim that both
theories (Drake, 1999; Marshall, 1950) lack the narrative
of linearity within the framework of bivalent justice. As
shown in Figure 1, both form a curve in which one kind
of justice is first adopted more strongly, provoking later
claims to fulfil the other part of social justice. One can
understand the narrative of Marshall (1950) as that of an
increase in recognition justice followed by an increase in
redistributive justice: in the 18th and 19th centuries, the
burgeoning class of male workers gained recognition and
rights. This triggered claims for redistributive policies,
which were applied as social rights in the 20th century.
In contrast, Drake (1999) puts forth another narrative
for the disability policy: first, the redistributive justice
is increased with the implementation of welfare states.
Thereafter, with a basic social security, impaired people
started to claim more civil and political rights to increase
recognition justice.

These thoughts are just heuristic and do not com-
pletely satisfy the complexity of these two theories. The
period of these two theories was different, as were the
respective study populations. While Marshall’s analysis
(1950) describes the development of working-class men
over three centuries, Drake’s examination (1999) focuses
on disabled people and maps different possible cases of
disability policy. But the understanding of a conversely
arranged development curve can be used as a heuristic
tool for approaching the current state of disability care
organisation in different welfare regimes because it tells
us something about the principal societal tensions.

2.3. Personal Assistance as a Form of Emancipation
Within the disability movement, there is the claim that

while residential care residents are “well-fed and clean”,
there is a lack of “inedible” conditions like equality and

Social Inclusion, 2018, Volume 6, Issue 2, Pages 22—-33

24



& coGITATIO

+

development curve described

by Marshall (1950)

political rights

()
()
B
(%)
=
e
9]
k=]
oy
oo
o
(8]
g

laissez-faire
policy model

piecemal approach
to policy making

social rights

social or rights-
based policy model

maximal policy
model

development curve
described by Drake (1999)

(re-)distributive justice +
Figure 1. Synthesis of theories to explore disability rights. Source: Adaptation by author, inspired by Fraser (2003, 2013),

Marshall (1950), and Drake (1999).

participation (Wehrli, 2016, p. 530). With this criticism,
Peter Wehrli, one of the most influential emancipatory
disability activists in Switzerland and the former leader
of the Centre for Independent Living Ziirich, refers to the
mode of expression of the emancipatory disability move-
ment (Krippelbewegung) in Germany. Being “well-fed
and clean [satt und sauber]” (Wehrli, 2016, p. 530) is a
critical and ironic look at the condition of residential care:
it points to the (over-)supply of distributive provisions
like food, medical facilities, and hygienic measures, and
the under-supply of recognition as an autonomous and
free individual.

Drawing and expanding the work of Karl Polanyi
(1944/2001), Fraser (2013) explains the current struc-
tural and ideological tensions within capitalist democra-
cies as triple movement of marketization, social protec-
tion, and emancipation. For Fraser (2013), the new social
movements established in recent decades are the main
drivers of emancipation:

Often focused more on recognition than redistribu-
tion, these movements were highly critical of the
forms of social protection that were institutional-
ized in the welfare and development states of the
post-war era. Turning a withering eye on the cultural
norms encoded in social provisions, they unearthed
invidious hierarchies and social exclusions. (Fraser,
2013, p. 127)

According to Dodd (2016, p. 162), the disability move-
ment is a good example of the triple movement of eman-
cipation because it is critical toward domination through
both marketization and social protection. With the triple-
movement framework, one can understand current poli-
ticsin care policy (Swaton, 2017). | make the case that the
claims for personal assistance (see e.g., Ratzka, 2004) are
emancipatory claims for more recognition justice, per-
taining to a situation in which mainly only redistribution
justice is provided by the residential care institution. In
other words, referring to Figure 1, the disability move-
ment starts to act in a disability policy situation that lies
in the bottom-right quadrant of the square.

3. Welfare Regime Stratification and
(Non-)Personalisation

3.1. The Welfare Regime as an Opportunity Structure for
Disability Movements

While the triple movement framework provides valu-
able insights into the politics of disability care in recent
decades, it fails to explain why some countries went for
a significant policy change toward personalisation while
others show stability by staying stuck in the bottom-right
quadrant of the square in Figure 1. | argue that the differ-
ent degrees of the fulfilment of personal assistance can
be explained by welfare regimes (e.g., Esping-Andersen,
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1990). It is assumed that the differences of cases cannot
be solely attributed to the emancipatory movement it-
self but rather one has to also look at the way the welfare
regime was set up. Esping-Andersen (1990) provides a co-
herent explanation of the interwoven nature of actors,
ideas, and institutions comprising a welfare regime. This
work relies on the power resource theory by explaining
the occurrence of a welfare regime due to class conflict
(Ebbinghaus, 2015, pp. 55, 70). Ebbinghaus (2015, p. 70)
points out that there are also power resource theory ap-
plications pertaining to new social movements. | follow
the argument that new social movements depend on the
political opportunity structures provided by the political
system in which they act (see Tarrow, 2011; see for an
application of this theory to disability protests: Barnartt
& Scotch, 2001, chapters 6 and 7).

3.2. Welfare Regimes and (Non-)Opportunities for
Claiming Personalisation Rights

One must ask whether the stratification tradition of a
given welfare regime is open to the claiming of personal-
isation rights of the emancipatory disability movement.
| argue that the class structure of a welfare regime is es-
pecially formative for the opportunity structure because
both the disability movement itself and its claims for per-
sonal assistance are characterised by intersections with
class. On the one hand, “people with disabilities, at least
as a group, may have been the first to join the ranks of
the underclass” (Charlton, 2010, p. 149) due to histori-
cal oppression. Disabled people face status-reducing ef-
fects as a group (Maschke, 2007, p. 299). On the other
hand, the disability movement’s claims for personal as-
sistance resemble the middle-class claims related to self-
determination and personal responsibility. Given the sit-
uation of a lack of recognition justice, the emancipa-
tory movement claiming middle-class rights therefore
strongly implies upward social status aspirations. For
Esping-Andersen (1990), the regulation of social stratifi-
cation is a core element of a welfare regime. According
to Esping-Andersen (1990, pp. 29-30) different welfare
regimes follow different patterns of how they moder-
ate inequalities between the underclass and the middle
class. Recent research shows that welfare regimes can
also moderate the effects of status on subjective well-
being (Samuel & Hadjar, 2016). In this line, it is assumed
that they can empower or mitigate the upward social sta-
tus aspirations of collective groups.

The ideal-type social democratic regime should pro-
vide a sufficient opportunity structure for the emancipa-
tory disability movement. Historically, social-democratic
reforms have always aimed to significantly correct the
stratification produced by the market (Esping-Andersen,
1990, p. 65). The social democrats found a framework
for a middle-class standardised universalism (Esping-
Andersen, 1990, p. 69) aiming to provide every citizen
with middle-class rights. Therefore, the idea of middle-
class rights for impaired people fits well with the social-

democratic ideal of common equality. Additionally, the
ideal-type liberal regime should also provide a suffi-
cient opportunity structure for the emancipatory dis-
ability movement. As per liberal thoughts (here, in con-
trast to social-democratic ideas), it is inappropriate for
social policy to significantly correct stratification pat-
terns produced by the marketplace (Esping-Andersen,
1990, p. 62). However, traditional liberal thoughts favour
the provision of de jure and pre-market universalism
and equality (Esping-Andersen, 1990, p. 62). Hence,
the de jure provision of equal rights for disabled peo-
ple should be achievable within a liberal framework
(while post-market redistributive funding, in contrast
to the social-democratic ideas, is ideologically under
more scrutiny). Mainly in contrast to the other two
regimes, the ideal-type conservative-corporatist regime
could be an insufficient opportunity structure for the
emancipatory disability movement. Stratification in con-
servative social policy follows the guideline of retain-
ing traditional status relations (Esping-Andersen, 1990,
p. 58). This regime is less averse to correct stratifica-
tion effects caused by the market as compared to the
liberal regime (Esping-Andersen, 1990). However, since
the conservative-corporatist regime is guided by tradi-
tional ideas of status stability, emerging ideas of middle-
class rights for impaired people are in danger of be-
ing regarded as somewhat at odds. The conservative-
corporatist disability policy is characterised by “paternal-
ism” (Waldschmidt, 2009, p. 19) and “benevolent pater-
nalism” (Richardson & Powell, 2011, p. 184).

4. Comparing the Four Cases and a Closer Look at
Switzerland

4.1. Comparing Key Figures: Switzerland as a Challenge
for Regime Theory

Following Aselmeier (2008) and Aselmeier and Wein-
bach (2004), one can see the United Kingdom as an
example of the liberal, Sweden as an example of the
social democratic, and Germany as an example of the
conservative-corporatist regime. Looking at recent key
figures, one can detect major dissimilarities (see Table 1).
The data for social spending is derived from the Organisa-
tion for Economic Cooperation and Development (OECD).
Within the OECD Social Expenditure Database, there is
a category called “Public Incapacity-Related Spending”,
with a sub-category “Benefits in Kind”, which in turn has
a sub-category “Residential-Care/Home-Help Services”
(OECD, 2017a). This category is of great interest because
personalised and residential services are measured un-
der one umbrella. Surely, the terminology ‘incapacity-
related’ can be criticised to follow the medical model of
disability. Second, this umbrella measurement does not
measure the same policies in all four countries. This um-
brella category has further sub-categories, which differ
in the four countries. For instance, in 2013, Switzerland
spent more than two thirds of this umbrella category on
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Table 1. Key figures of disability care personalisation.

Social Spending on
Residential-Care/Home-Help

People with Personal
Assistance® as %o of

Country Welfare Regime Services? as %o of GDPP Total Population®
United Kingdom liberal 2.34 3.85
Germany conservative-corporatist 5.40 0.25
Sweden social-democratic 16.45 2.08
Switzerland hybrid case 4.82 0.15

Notes: Own calculations, rounded to two decimal places. Data sources: a) OECD Social Expenditure Database (OECD, 2017a); b) OECD
National Accounts (OECD, 2017b); c) UK, SE & CH: ENIL Personal Assistance Tables (ENIL, 2017a), DE: WemRen (2014, p. 8); d) Eurostat
Population Database (2017). Data of a) and b) relate to the year 2013, data of c) and d) relate to a time range of 2012-2015.

“Institutions for disabled people”, while in the same pe-
riod, the United Kingdom spent more than three quarters
for “Assistance in carrying out daily tasks: local authority
personal social services” (OECD, 2017a). But the fact that
personalisation is not established to the same degree in
the countries included in this comparison is the main
topic of this article and can be explained theoretically.
Nevertheless, the umbrella category is, to the best of my
knowledge, the most appropriate comparative measure-
ment for the degree of the welfare state’s redistributive
social spending for disability care. The other key mea-
surement is the proportion of people receiving personal
assistance of the total population. The data comes from
the Comparative Survey on Personal Assistance in Eu-
rope of ENIL for Switzerland, Sweden, and the United
Kingdom, and from Wem@en (2014) for Germany.

One can see that social redistributive spending fol-
lows the welfare regime path, as expected, and fol-
lows the character of redistributive preferences de-
scribed by Esping-Andersen (1990). The liberal United
Kingdom has the lowest degree of redistributive spend-
ing, conservative-corporatist Germany lays in the mid-
dle, and social democratic Sweden has the highest de-
gree of redistributive spending. In contrast, the degree of
personalisation does not follow the order of having the
conservative-corporatist cases between the liberal and
social democratic cases. Here, the liberal United King-
dom shows the highest degree of personalisation, fol-
lowed by social democratic Sweden. In contrast, the per-
sonalisation degree of conservative-corporatist Germany
is much lower.

Switzerland, as such, seems to be a very interesting
case because, as shown in Table 1, its degree of person-
alisation is even below that of Germany while the re-
distributive figure is somewhat below, but close to that
of Germany. However, Esping-Andersen (1990) classified
Switzerland as being part of the world of liberal welfare
regimes. In more recent studies, Switzerland is rather
classified as a hybrid case, with liberal as well as con-
servative characteristics (see e.g., Bonoli & Kato, 2004).
Overall, Switzerland is generally hard to classify in com-
parative social policy (Ciccia, 2017, p. 2762). Consider-
ing its long liberal tradition of providing the male and
able-bodied part of society with extended civil and polit-

ical rights, the low extend of personalisation in Switzer-
land seems to be a challenge for the theorising of the
nexus of welfare regimes and disability care personali-
sation. Therefore, following Ciccia (2017) the analysis of
the hybrid case of Switzerland is now combined with a
disaggregated in-depth policy analysis.

4.2. The Role of the Historical Institutionalization of
Disability Services and Disability Organisations

Strong similarities between Switzerland and Germany
are obvious by looking at the organisation of disability
services. Aselmeier and Weinbach (2004) compare social
services for people with intellectual disabilities in Swe-
den, England, and Germany. As an example of the social
democratic regime, they see in Sweden evidence of a Uni-
versalist approach characterised by the provision of ac-
cess for disabled people to common public welfare ser-
vices (Aselmeier & Weinbach, 2004, p. 104). In Sweden
specialised services for disabled people just played a lim-
ited role (Aselmeier & Weinbach, 2004, p. 104), thanks to
access to universal welfare. Standing for the liberal wel-
fare regime, in England Aselmeier and Weinbach (2004,
pp. 104-105) detect Universalist community-based and
rights-based policies in the hands of local social services.
However, in Germany, as an example of the conservative-
corporatist model, one can detect a historical differenti-
ation of specialised social services for disabled people
(Aselmeier & Weinbach, 2004; Rohrmann & Schadler,
2011). Charities (Wohlfahrtsverbande, private Trager) of-
ten organise these specialised social services in a cor-
poratist tie-up with the state (Aselmeier & Weinbach,
2004, pp. 105-107). According to Aselmeier and Wein-
bach (2004, p. 105), the actors of these specialised dis-
ability services show a strong persistence against the im-
plementation of more flexible services.

Miinder (1998, p. 4) defines corporatism in social
services as the planned and coordinated intermeshing
of voluntary, as well as public, providers of social ser-
vices with the aim to achieve a common goal. Corpo-
ratism within the provision of social services is linked
with the welfare regime. While corporatist settings in
the economy were decisive both for social democratic
as for conservative-corporatist welfare regimes (Esping-
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Andersen, 1990), the social democratic governance of
social services follows the principle of strong public ser-
vices while the Christian democratic governance follows
the principle of subsidiarity (Huber & Stephens, 2000,
pp. 325—-326). Christian democratic governance of social
services prefers the proliferation of social services by di-
verse stakeholders (families, clerical charities, civil soci-
ety) to strong public providers with centralised gover-
nance (Huber & Stephens, 2000, pp. 325-326). In Ger-
many, charities with historical ties to the church play an
important role in the provision of social services (Miin-
der, 1998) and especially in the provision of disability
care (Rohrmann & Schéadler, 2011).

Despite not being similarly influenced by Christian
democratic ideas, | argue that we have major similari-
ties in Switzerland regarding the governance of social ser-
vices. We know from research about other social services
that the subsidiarity-oriented governance of social ser-
vices seems not to be bound to Christian democracy in
Switzerland: having the Swiss Christian democrats mostly
prevalent in catholic regions, Kersten (2015, chapter 6)
outlines a perfect example of subsidiarity-oriented gov-
ernance of victim counselling services in the protestant
canton of Bern.

One can understand the corporatist setting of social
services as a historically developed supplement to sub-
sidiarity (Minder, 1998). This is especially true for dis-
ability care in Switzerland because disability care insti-
tutions were meant to supplement the caring function
of the traditional family. Therefore, there are many dis-
ability organisations with a history of being established
as parental organisations in Switzerland. Since Switzer-
land is a welfare state latecomer (Hausermann, 2010),
the collective organisations of parents had to actively or-
ganize in order to convince the state to undertake some
of the caring responsibility. Hence, the parents’ move-
ment was once a social movement fighting for better
distributive justice for their disabled children and collec-
tively fought for special education and residential care
institutions in the 1950s, 1960s, and 1970s (see e.g., In-
sieme Solothurn, 2006, pp. 20-32). Therefore, both, dis-
ability organisations with a parents’ movement history,
as well as the specialized residential care institutions, are
today important institutionalised stakeholders in Swiss
disability care policy making. The existence of this kind
of institutionalised stakeholders and the lack of a strong
centralised governance provides a strong degree of cor-
poratism within the field.

4.3. Limited Opportunities for Contentious Politics and
Policy Change in Switzerland

The central welfare provider for disabled people in
Switzerland is called Invalidenversicherung (IV). The
Swiss history of the emancipatory push for personal as-
sistance is strongly linked with the IV. After being estab-
lished in 1996, the Centre for Independent Living Ziirich
gained momentum in 1997 with an illegal occupation

of a public municipal park in Bern, right next to the
BSV (the upper supervisory ministry of the IV) for sev-
eral days (Wehrli, 2012). This protest provoked huge me-
dia response and support of local residents and forced
the ministry to enter into dialogue with the protesters
(Wehrli, 2012). In 1999, another emancipatory organi-
sation called Fachstelle Assistenz Schweiz (FAssiS) was
founded by Katharina Kanka, which organised several
demonstrations and vigils (Wehrli, 2012). As result of this
contentious process, the emancipatory activists were in-
vited to a bargaining process with already institution-
alised stakeholders and with policy makers, which was
initiated and moderated by the BSV. On one hand, this
kind of corporatist conflict moderation gave the emanci-
patory activist quite early access to the bargaining table.
On the other hand, their abilities for further contentious
actions were limited and they were forced to find coali-
tions with existing institutionalised stakeholders and po-
litical parties.

The likely alliance with the liberals seemed to be
successful at first. Having encountered major issues in
forming coalitions with the social democrats, the ac-
tivists relied on the ideological support of centre-right
and right-wing politicians, who openly admitted to be-
ing interested in the ability of personalisation in order to
transform responsibility and reduce costs (Wehrli, 2012).
This ideological support put the centre-left parties un-
der pressure and later helped Katharina Kanka to form
a multipartisan group of supporters of a personalisa-
tion reform which was also consistent with leftist and
centre-left politicians. However, the then-established or-
thodoxy that social expenditure after the personalisation
reform should be lower or at least cost-neutral was deci-
sive for further development. In 2006, a pilot program
for personal assistance was started but could not be
implemented in a cost-neutral manner (Flickiger, 2011,
p. 73). Mainly the non-monetized care work of relatives
was, to some extent, a cost driver because this kind of
work started to be monetised in the personalisation pi-
lot (Flickiger, 2011, p. 74). The encounter with the un-
paid (and mostly female) care work made it impossible
for the pilot program to satisfy its orthodoxy of cost re-
duction. With these results, the possibility of a profound
liberal reform was minimised. In addition, the simultane-
ous push of right-wing politicians for austerity measures
within the disability pension scheme of the IV produced
an additional obstacle for the activists (Wehrli, 2012).
A further hindrance was the fact that within the bargain-
ing process, the governance of disability services was fur-
ther transferred to the cantonal level because of a new
cantonal fiscal equalization scheme: Neuer Finanzausgle-
ich (Flickiger, 2011, p. 45). Overall, the opportunity for
a policy coalition with liberal forces for a profound policy
change was restricted.

In the bargaining process, it was as much decisive
that the other likely allies, the Swiss social democrats,
were very sceptical about the claims of the emanci-
patory activists (Wehrli, 2012). The position of the so-

Social Inclusion, 2018, Volume 6, Issue 2, Pages 22—-33

28



& coGITATIO

cial democrats in the early 2000s can be understood
by looking at the corporatist settings of disability ser-
vice providers and disability organisations with which
they were aligned. First, the syndicates of the disabil-
ity care institutions, mainly INSOS (syndicate of disabil-
ity care institutions) and Curaviva (syndicate of all care
institutions, including those for the elderly), are impor-
tant players within the field of disability care. These syn-
dicates have traditionally strong ties with social demo-
cratic politicians. Second, the social democrats have tra-
ditionally strong ties with institutionalised disability or-
ganisations. For the emancipatory activists, however, the
influence of the historically grown parents’ organisations
proved to be very challenging. The parents’ organisa-
tions opposed major claims of the emancipatory move-
ment and particularly argued for the continuance and
protection of institutional care in the field of intellectual
disability (Wehrli, 2012). Third, a social democratic pol-
icy maker earns praise by joining the board of trustees
(Stiftungsrat) of a disability care institution as an unpaid
member. Being part of such a board provides the politi-
cian with an inside overview of the challenges the institu-
tional provider faces but does not provide the politician
with a critical look from the outside at the parameters be-
ing set up by institutionalisation. Fourth, the orthodoxy
of cost-neutrality prevented a possible coalition with the
trade unions of care workers and therefore the formation
of a progressive left-leaning coalition for personal assis-
tance. For the trade syndicate, the underlying ideas of
cost reduction were deplorable and the proposed wages
for personal assistants unsatisfactory (VPOD, 2009). In
closing, the Swiss social democrats were, on this issue,
more strongly influenced by their ties with certain actors
and institutions rather than by their ideas of universal-
ism and equality. Overall, the opportunity for policy coali-
tions with social democratic forces for profound policy
change was restricted.

Since January 1, 2012, the IV has provided an official
contribution called Assistenzbeitrag, which allows peo-
ple to employ personal assistants (Egloff, 2017). In prac-
tical terms, this personal assistance system mostly in-
cludes people older than 18, with a strong focus on peo-
ple with physical disabilities (Bliro BASS, 2017, pp. 22, 73).
This system is means-tested and has a strict and long
assessment procedure one has to actively initiate. The
Swiss government projects the dropouts of residential
care institutions to not be greater than 10% in the
long run (Egloff, 2017, pp. 133-142, see the full book
for a substantive qualitative in-depth analysis regarding
this phenomenon).

4.4. Stability through Institutionalised Status
Inequalities: Or Bringing Regime Theory Back In

I now return to regime theory. The possibility to analyse
the effects of a bundle of policies rather than single poli-
cies represents a major advance of regime theory (Ciccia,
2017, pp. 2763-2764). | argue that the emergent effect

produced by the Swiss disability care policy bundle is the
best explanation for the current state of art in Swiss dis-
ability care policy.

Overall, the Swiss welfare state is a historically ma-
tured multilayer system, being predominantly Bismar-
ckian while simultaneously relying on other diversely
structured social policy systems (Hausermann, 2010,
pp. 211-212). The IV, which was established in 1960 has
Bismarckian characteristics. The Bismarckian social legis-
lation had a significant impact on the ideas of the Swiss
political elites at the beginning of the 20th century (Leng-
wiler, 2007, p. 50). However, the high degree of federal-
ism in Switzerland and social-legislation hindering refer-
enda made the coherent implementation of the Bismar-
ckian social legislation unachievable (Lengwiler, 2007,
pp. 55-60). On the other hand, the Beveridge approach,
which provided an alternative to Bismarckian social in-
surance, was heavily debated in 1943 in Switzerland but
was rejected by important interest groups (Degen, 2006,
p. 33). This led to the establishment of a mixed, but over-
all Bismarckian system in the golden years of welfare
state expansion after the Second World War. Regarding
the eligible population, the IV is not genuinely Bismarck-
ian, although its procedures for benefit-assessments are
highly influenced by Bismarckian ideas.

Bismarckian social policy was never intended to sup-
port societal change; rather, its purpose is to conserve
societal class and status structures. It is aimed to protect
societal groups from the market, but does not aim to sig-
nificantly change the relations between societal groups.
This conservative stratification tradition seems to be a
stabiliser for residential care in Switzerland: the personal
assistance system is mainly designed for disabled peo-
ple, who already have middle-class skills and a middle-
class consciousness. The assessment procedure is partic-
ularly designed for these people and does not empower
other people to gain a middle-class right and middle-
class skills. Therefore, the stability of the existing resi-
dential care path is maintained by institutionalised sta-
tusinequalities. It provides access to personal assistance
only to those people who are successful in the assess-
ment procedure thanks to their skills of rights claiming,
and simultaneously hampers the energy of the disability
activists with the most potential to conduct contentious
actions. Overall, the Swiss personal assistance system
allows the stability of residential care facilities and si-
multaneously provides pacification of possible emanci-
patory protests.

5. Conclusion

Within this heuristic undertaking, we have seen that the
analysis of bivalent social justice is helpful for theoris-
ing personalisation. The evolvement of disability rights
following a path of nonlinear distribution of both kinds
of justice led to the claim for more recognition justice
through emancipatory movements (Fraser, 2013). Ac-
cording to Fraser (2013), emancipatory movements are
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aiming to overcome oppressive social protection and
they can possibly ally with marketization forces or with
(new) forces of social protection. However, this article
analysed a case in which none of these possible al-
liances occurred profoundly. | argued that conservative-
corporatist disability care cases have a strong institu-
tionalisation of oppressive social protection and benevo-
lent paternalism. We verified that in the case of Switzer-
land, this setting could not (yet) be profoundly trans-
formed by forces of emancipation. In this respect, the
case of Switzerland did prove to be illuminating. Switzer-
land seems to resemble conservative-corporatist cases
in the field of disability care. Therefore, the Swiss case
provides some insights on the process of limited person-
alisation of disability care in continental European coun-
tries. Furthermore, the analysis of the characteristics of
Switzerland in this policy field is a contribution to welfare
regime research.

Nonetheless, some limitations have to be mentioned
as well. First, this analysis lacks the potential to pro-
vide general evidence for all continental European coun-
tries. Instead, it only provides evidence that the develop-
ments in Switzerland have been shaped by continental
European conservative-corporatist specificities. Second,
the influence of the welfare regime as an opportunity
structure may decrease in the future because of trans-
nationalisation (Sturm, Waldschmidt, Karaci¢, & Dins,
2017). Article 19 of the UN Convention on the Rights of
Persons with Disabilities will particularly provide an im-
portant tool for political actors who aim to increase in-
dependent living. Third, this analysis is only a heuristic
approach. Further theoretical and empirical insights of
personalisation in continental European countries would
be highly desirable.
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1. Introduction tive (Council Directive 2000/78/EC, 2000) and the UN

Convention on the Rights of Persons with Disabilities

Persons with disabilities (PwDs) have long been ex-
cluded from mainstream employment due to multi-
ple discriminatory barriers (Hogan, Kyaw-Myint, Har-
ris, & Denronden, 2012; Vornholt, Uitdewilligen, & Ni-
jhuis, 2013). The ‘social model’ of disability since its
adoption in the 1970s has framed a new disability
policy paradigm aimed at removing disabling societal
barriers by promoting non-discrimination, equal treat-
ment, and accessible environments (Lawson & Priestley,
2017). The EU Employment Equality Framework Direc-

(UN CRPD) impose on employers the duty to provide
‘reasonable accommodation’ or ‘appropriate modifica-
tion, adaptations and/or adjustments’ to enable PwDs
‘to have access to, participate in, or advance in em-
ployment...and in work environment that is open, inclu-
sive and accessible’. This duty is required to be trans-
posed into national law and is considered a ‘substantive
equality measure having the potential to result in fun-
damental structural transformations’ (Kayess & French,
2008, p. 9).
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First adopted in the US and the UK, the anti-
discrimination legislation has gradually evolved in the
majority of European countries (Waddington, 2013).
Nevertheless, alongside the anti-discrimination legisla-
tion, many EU countries continue to operate the quota
system that puts employers of a certain size and in both
the private and public sectors, under a strict obligation
to employ a fixed percentage of PwDs. Compliance, how-
ever, remains relatively low (Fuchs, 2014; Moody et al.,
2016; OECD, 2003). Instead, the ‘reasonable accommo-
dation duty’ introduced by anti-discrimination legislation
does not specify or limit the range of accommodations
(Balser, 2007) and is believed to ensure PwDs equal ac-
cess to mainstream employment (Hvinden, 2013; Schur
et al., 2014). Furthermore, employers are expected to
take action only if ‘accommodation’ does not lead to ex-
cessive costs or turns into ‘a disproportionate burden’
(Waddington, 2008).

Nevertheless, employers often express concerns
about adaptation costs preventing them from hiring
and/or retaining PwDs (Erickson, Schrader, Bruyére, Van-
Looy, & Matteson, 2014; Henry, Petkauskos, Stanis-
lawzyk, & Vogt, 2014; Hernandez et al., 2009; Vornholt
et al.,, 2013). Indeed, provision of workplace adapta-
tions depends on PwDs’ needs, and may vary from alter-
ations/adaptations of buildings and facilities to purchase
of necessary assistive technology/equipment and/or re-
quire modifications of work tasks/schedules (Balser,
2007; Hernandez et al., 2009; Nevala, Pehkonen, Koskela,
Ruusuvuori, & Anttila, 2015). In practice, workplace
adaptations may involve limited costs and are benefi-
cial both to employers and PwDs (Hartnett, Stuart, Thur-
man, Loy, & Batiste, 2011; Nevala et al., 2015; Schartz,
Hendricks, & Blanck, 2006; Schur et al., 2014). In par-
ticular, providing workplace flexibility by modifying job
tasks, work scheduling and/or location appears not to
be costly, though it does require on-going effort (Padka-
payeva et al., 2016). Public financial support is available
to cover a part of adaptation costs for employers (Hvin-
den, 2013). Still, employers may demonstrate prejudices
and stereotypes against persons with certain types of
disabilities, in particular, psychiatric disabilities, learning
disabilities and/or mental illnesses, who would require
greater supervision and attention (Ju, Roberts, & Zhang,
2013; McDowell & Fossey, 2015; Zissi, Rontos, Papageor-
giou, Pierrakou, & Chtouris, 2007).

Prior research has argued that concerns about costs
are mainly expressed by small and medium-sized com-
panies, whereas large companies have sufficient finan-
cial and human resources and policies in place, as well
as an inclusive organisational culture, that allow them
to provide the necessary workplace adaptations (Erick-
son et al., 2014; Hernandez et al., 2009; Ju et al., 2013;
Morgan & Melina, 2005; Schartz et al., 2006). Other
researchers, on the contrary, have argued that large
companies’ public commitments to non-discrimination,
equality and accessibility standards, positive attitudes
and explicit global inclusive strategies may not always

translate into positive hiring decisions for PwDs (Ball,
Monaco, Schmeling, Helen, & Blanck, 2005; Ju et al.,
2013). Still, despite their size, large companies may also
express concerns about costs and state their need for
additional support to include PwDs (Henry et al., 2014;
Hernandez et al., 2009; Kaye, Jans, & Jones, 2011). De-
spite best practices of disability inclusion (e.g., ILO, 2010),
and limited case-studies on accessibility (e.g., Sandler &
Blanck, 2005), how large companies respond to disabil-
ity policy measures and ensure the inclusion and adapta-
tions for PwDs, remains under researched.

Unlike the rest of Europe, the Nordic countries have
traditionally been portrayed as generous welfare states,
where high employment rates, equality standards, and
employers’ corporate social responsibility and contribu-
tion to social inclusion are well-established (Halvorsen,
Hvinden, & Schgyen, 2015; Mandal & Ose, 2015; OECD,
2017). In Nordic countries, a ‘relational model of dis-
ability’ that views disability as ‘relative to the environ-
ment’ has been prevalent in public policy since the
1970s (Tgssebro, 2004, p. 4). This understanding has
been less radical in removing existing societal barriers
than a ‘social model’ of disability (Halvorsen & Hvinden,
20009; Tgssebro, 2016). Nordic countries have not imple-
mented quotas in mainstream employment, but have
prioritised rehabilitation, vocational training, job place-
ment services (e.g. work training in regular workplaces)
and, in some cases, publicly subsidised and sheltered
jobs at private companies, and provided considerable
public support to employers and to PwDs (Duell, Singh,
& Tergeist, 2009; Halvorsen & Hvinden, 2009). However,
despite visible similarities, practical responses and newly
adopted social regulatory policy measures to achieve
the highest employment rates and make employers re-
sponsible differ at the national levels (Halvorsen et al.,
2015). Therefore, Tgssebro (2016) appoints to the need
for more research on the effects that current disability
social regulation policies in Nordic countries, particularly
in Norway, have on the workplace adaptations provided
to PwDs.

Given this background, the present case-study has
been conducted in Norway to explore how policy mea-
sures implemented over the period 2006-2015 have im-
pacted employers’ responses to ensuring the inclusion
of PwDs in mainstream employment by providing adap-
tations at work.

2. Policy Measures Promoting Employers’
Responsibility to PwDs in Norway

In Norway, the employers’ obligation to ensure proper
working conditions for employees has been primarily reg-
ulated by The Work Environment Act (Arbeidsmiljsloven)
since 1977 (WEA, last amended in 2015). However, the
WEA did not provide any protection for PwDs against dis-
crimination until 2004, when, following the EU Directive
(2000/78/EC), it incorporated stricter measures to oblige
employers to adapt the workplace for PwDs. These were

Social Inclusion, 2018, Volume 6, Issue 2, Pages 34-45

35



& coGITATIO

mainly aimed at their own employees (Hvinden, 2004;
Vedeler, 2014). The most recent WEA amendments of
2015 concerned temporary employment and working
hours that were argued to ensure more flexibility and in-
crease the chances for PwDs to enter working life (Dahl
& Lorentzen, 2017).

Furthermore, based on its corporative tradition, Nor-
way has given high priority to promoting employers’
voluntary commitment. A More Inclusive Working Life
Agreement (hereafter, ‘IA Agreement’), in effect since
2001, aims to increase employers’ responsibility (both
in the public and private sectors) for own employees
and for the unemployed vulnerable groups (Dahl &
Lorentzen, 2017; Mandal & Ose, 2015). This is a vol-
untary tripartite agreement signed between the three
social partners: the government (Norwegian Welfare
Directorate—NAV), the employers’ organisations and
the social partners (trade/labour unions). The IA Agree-
ment commits employers to implementing three goals:
1) reducing sickness absence and facilitate working condi-
tions for [own] employees with special needs, 2) promot-
ing employment of people with reduced functional abili-
ties recommended by NAV, and 3) retaining ageing work-
ers. The regional NAV Working Life Centres provide var-
ious types of support including financial assistance that
covers workplace adaptation costs, advisory support, fol-
low up, etc. (Mandal & Ose, 2015). The IA Agreement
has been renewed several times, the latest for the period
of 2014-2018, with the majority of medium and large
private companies having signed it (Olsen, Svendal, &
Amundsen, 2005; Ose, Brattlid, & Slettebak, 2013). While
the number of PwDs reported by the IA enterprises has
increased, slightly more in the public sector than in the
private, challenges have been reported with regard to fa-
cilitating the workplace for PwDs with chronic illnesses,
musculoskeletal disorders and mental disorders (Hansen
& Haualand, 2012; Svalund & Hansen, 2013). Addition-
ally, the Jobs Strategy for PwDs (2011-13) accompanies
the IA Agreement and aims to promote work-experience
programmes specifically for young PwDs, mainly in the
public sector.

Influenced by the international and European anti-
discrimination and equality laws, Norway also adopted
The Anti-Discrimination and Accessibility Act (ADAA) in
2009 (amended in 2013) (Halvorsen & Hvinden, 2009;
Tgssebro, 2016). The aim of the ADAA is to intensify
the duty on public employers and private-sector em-
ployers with more than 50 employees to ensure non-
discrimination and to provide reasonable accommoda-
tion for PwDs outside the workplace, and to introduce
‘the universal design’ standards. Small enterprises re-
main exempt from this obligation (Svalund & Hansen,
2013). The ADAA prepared the ground for Norway’s rati-
fication of the UNCRPD in 2013 (Strand, 2014). However,
simple and inexpensive workplace adaptations prevail
(Tgssebro, 2016), and some scholars argue that enforce-
ment of the ‘accommodation’ duty in Norway remains
relatively weak (Halvorsen & Hvinden, 2014).

3. Methods

The case-study method allows to study ‘events within
their real-life context’ (Yin, 2009). However, to under-
stand the full complexities of national policies on work-
place adaptations, Vedeler and Schreuer (2011) recom-
mend applying a multi-method approach. This case-
study adopts an inductive qualitative approach (Morse,
2003, p. 199) and uses two different data sources gath-
ered separately: in-depth qualitative interviews and a
quantitative analysis performed on national statistical
data. The qualitative component allowed us to collect
in-depth information on companies’ practices regarding
the inclusion of PwDs. A quantitative component was
sequentially added to support the core qualitative ap-
proach, and to compare the results obtained from the
analysis of the companies.

For collecting qualitative data, the objective was
to select ‘successful or positive cases’ where the out-
come of interest occurs (Mahoney & Goertz, 2006). The
main selection criteria, therefore, concerned large pri-
vate companies (with 250+ employees) that operate
in Norway and have a commitment to include PwDs
among their workforce. To simplify access to poten-
tial companies, the first author asked for an ‘endorse-
ment from a higher authority’ (Flick, 2006, p. 116)—
recommendations from the employers’ association and
a trade union in Norway. In total, out of the 11 large
companies recommended, eight corresponding to the se-
lection criteria were selected for further contact. Only
two, however, agreed to participate: one multinational
consulting company represented in Norway and head-
quartered in the US (C1), and one Norwegian multi-
national engineering company represented in approxi-
mately 20 countries worldwide (C2). The other compa-
nies declined for different reasons, such as already tak-
ing part in similar research, insufficient time to partic-
ipate in an in-depth study or having no PwDs among
their employees.

The open-ended and semi-structured interviews
(with an average duration of 60 minutes) were con-
ducted in English by the first author between August and
November 2012 with the senior and middle-level man-
agers at the premises of the two companies. The HR man-
agers became the ‘key contacts’ who provided informa-
tion and access to other interviewees. Each interviewee
signed the individual consent form which stipulated that
the names of the companies and personal data of the in-
terviewees would not be disclosed. For this study, 12 in-
terviews are presented:

e Country manager, HR leader, HR/diversity man-
ager, HR senior analyst, supervisor, Consultant/
Project leader at C1; and

o Diversity manager, HR/inclusion manager, HR
manager, HR administrative manager, HSE man-
ager, Department manager/Supervisor at C2.
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The interviews were analysed using the inductive the-
matic analysis with the help of the qualitative software
Nvivo (Bazeley & Jackson, 2013). The main goal was to
study the ‘phenomenon’ through the personal experi-
ences of ‘insiders’ and not to collect data based on a pre-
defined hypothesis (Yin, 2009).

The data for the quantitative analysis were collected
and analysed by the second author in 2016 from the
Norwegian Disabled People Labour Force Survey (LFS)
for the period 2006-2015. These data cover PwDs aged
15-66, their labour force status, and work adaptations
before and after job start (SSB, 2016). LFS defines ‘dis-
ability’ in terms of ‘a difficulty to perform any daily activ-
ity, due to a longstanding health problem’, and is based
on whether survey respondents perceive themselves as
having a disability (or a ‘functional impairment’ in Nor-
wegian translation). To perform the shift-share analy-
sis, the data set was divided into 5-year intervals taking
into account policy measures that promote the inclusion
of PwDs in each period: 1) 2006—2010 covering the IA
Agreement and the WEA provisions; and 2) 2011-2015
including the ADAA together with other ongoing policy
measures. The results were verified and discussed be-
tween the authors, and then compared to the results of
the qualitative interviews.

4. Results
4.1. Results of the Interview Analysis

The results of the qualitative interviews demonstrate the
experiences of the responsible managers at two large
companies in Norway with ensuring the inclusion of
PwDs in mainstream employment, providing adaptations
at work, as well as their awareness of the evolving disabil-
ity policy measures. The thematic analysis of the inter-
views revealed ‘workplace adaptations’ to be one of the
main overarching theme consisting of four sub-themes:
‘providing adaptations in response to policy measures’;
‘changes of work tasks’; ‘changes of working time’; and
‘physical adaptations’.

4.1.1. Providing Adaptations in Response to Policy
Measures

The interviewees at both companies demonstrated
general awareness about non-discrimination, equal-
ity and accessibility standards. However, they associ-
ated it with neither the UN CRPD nor with the anti-
discrimination law. Neither company had a corporate
policy to specifically address non-discrimination, equal
treatment and/or accommodation of PwDs since their
global corporate policies already included these princi-
ples. The Country manager at C1 mentioned “The Global
Corporate Guide on inclusive and accessible workplace”,
but the HR managers in the Norwegian office did not
consider it applicable in their local practices. The in-
terviewees from C2 mentioned corporate HSE policy

as the main policy regulating workplace adaptations
for employees.

The interviewees at both companies expressed high
awareness of accessibility norms in relation to build-
ings/facilities, though they did not relate these explicitly
to anti-discrimination legislation:

Every building [constructed] after 2010 should have
an entrance adapted for wheelchair users. (HR senior
analyst, C1)

There are requirements from the government for new
buildings. (HR/diversity manager, C1)

We meet all necessary building accessibility [require-
ments] and have no problemin having PwDs. (HR man-
ager, C2)

Instead, the interviewees at Cl expressed concerns
about the accessibility of their clients’ premises, espe-
cially if employees with disabilities were supposed to
work on projects:

There will be no problem in our building if you are on
a wheelchair, though it might be heavy to work at a
client’s site. (Consultant/Project leader)

In that [client’s] place it may not be possible to come
in a wheelchair. (HR leader)

At the local office of C2, the interviewees reported prob-
lems connected with local transportation. However, the
corporate office provided a “free bus to take employees
to work and back home” (Diversity manager).

The interviewees at both companies, however, had
not experienced recruiting PwDs who would require sub-
stantial workplace adaptations. The HR managers at both
companies reported that they “never had job applicants
in wheelchairs” and did not specifically set out to re-
cruit PwDs. Consequently, they mentioned that no adap-
tations were provided during recruitment, however, as-
sured to provide it, whenever required, in accordance
with non-discrimination and equality standards. The in-
terviewees at C2 considered it would be impossible to
hire PwDs for offshore posts, contrary to office-related
positions, because of their strict health requirements.

Furthermore, both companies joined the IA Agree-
ment in 2001 (with the exception of the C2’s corporate
office). The interviewees, however, did not report provid-
ing PwDs with work training opportunities at their com-
panies. Instead, they favoured mainly older employees
and those returning after long-term sicknesses/illnesses,
who did not require workplace adaptations. Mandal and
Ose (2015), Vedeler and Schreuer (2011) and Ose, Brat-
tlid and Slettebak (2013) argued that the public sector in
Norway made higher commitments to adapting working
conditions and recruiting PwDs than the private sector,
therefore PwDs mainly applied for positions in the pub-
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lic sector. The interviewees themselves mentioned that
other companies (also in the public sector) “are doing
better than them” in including PwDs.

4.1.2. Changes of Work Tasks

According to Nevala et al. (2015) and Vedeler and
Schreuer (2011), modifying duties for employees who
cannot perform former job functions because of disabil-
ity is important. The interviewees at both companies,
however, did not report making significant changes in
work tasks for PwDs. At C1, the supervisor told of one
employee who they retained after acquiring a disability
(not work-related) and who performed the same work
tasks because he “was a really good specialist”. At C2, the
HR managers reported that they could facilitate “differ-
ent kinds of things for PwDs—even substitute some work
tasks”, however, all work adaptations needed to be dis-
cussed with managers/supervisors responsible. The in-
terviewees also mentioned that PwDs might have “hid-
den orinvisible” impairments they could not disclose, as
well as their needs for adaptations, when applying for
jobs. Prior research confirmed that PwDs did not disclose
their disabilities and concealed invisible impairments be-
cause of existing prejudices and fear of discrimination
(Foster & Wass, 2012).

The managers at both companies reported higher
chances of changing work tasks for their own employ-
ees after sicknesses or long-term illnesses/disabilities, as
required by the WEA and corporate HSE policy. For in-
stance, at C2, offshore employees who got injured and
could not continue working offshore were relocated, re-
qualified and given other office-related duties. However,
the interviewees considered to adapt the work tasks for
“new PwDs”, especially those with intellectual impair-
ments, very challenging:

We select candidates for work training based on
their prior experience to perform certain work tasks.
(HR/diversity manager; HR leader, C1)

It is difficult to arrange work tasks for persons
with mental illnesses, that goes beyond just pro-
viding a new chair or hoping a person gets better.
(HR/inclusion manager, C2)

Itis easier if a person is disabled in some physical way,
like having an arm that does not work, because we
work in teams and it would be a problem if somebody
cannot interact with others. (HR administrative man-
ager, C2)

Our company is not a kindergarten [that has] to ar-
range the work tasks specifically for these people. (De-
partment manager/Supervisor, C2)

These findings show the importance of the managers and
supervisors’ attitudes towards PwDs and how this affects

their handling of accommodation requests, which is in
line with the findings of Hogan et al. (2012), and and
Schur et al. (2014). Still, at both companies, the main
responsibility for the inclusion of PwDs was principally
on the HR managers, with the supervisors showing reluc-
tance to engage.

4.1.3. Changes of Working Time

Prior research has found that changes in work sched-
ules is the most common workplace adaptation mea-
sure provided by employers (Padkapayeva et al., 2016;
Schur et al., 2014). Likewise, the interviewees in this
study confirmed that the most frequently provided work-
place adaptation was changes of working time—flexible
or reduced working hours, working from home and part-
time positions. “I was given flexibility to work from any-
where....If | had to work full-time, | would never make it”,
reported HR/diversity manager at C1 who experienced
coming back to work after long-term sick leave. The su-
pervisor at C1 who likewise came back after a long-term
sick leave also initially worked only a 50% schedule. He
also mentioned that an employee with acquired disabil-
ity after retention “worked on reduced time schedule,
did not work overtime, and did not perform demanding
work”. The Consultant/Project lead remembered work-
ing on a project with a person with a hearing diffi-
culty, who “was given flexibility and could have longer
breaks and/or did not work in the afternoons”. The HR
interviewees from C2 mentioned that they “were ex-
tremely flexible, especially, if somebody got injured”. The
HR managers mentioned that employees on sick leave
could have remote access to work from home. The De-
partment manager added that employees were gener-
ally allowed to stay at home if they had children or for
some other valid reason, because he considered impor-
tant “taking care of own employees and providing them
with flexibility”.

All these measures, however, were targeting own
employees, who got sick or returned to work after sick
leave. Nothing was mentioned regarding newly hired
PwDs and especially those with congenital disabilities.
The interviewees at C1 mentioned that it might be more
difficult to “sell consultants on a reduced work schedule
less than 80%"” or “substitute a person for a long time”.
These findings confirm prior research (Halvorsen & Hvin-
den, 2009, 2014) that considered employers in Norway
more likely to arrange the necessary provision for their
own employees than for PwDs without any employment
experience. Despite McDowell and Fossey (2015) show-
ing that flexible scheduling/reduced hours could also be
an important type of workplace adjustment for employ-
ees with mentalillnesses, the interviewees did not report
any accommodations provided for them, instead show-
ing prejudices against their being hired or accepted for
work training.
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4.1.4. Physical Adaptations of Workplace

Padkapayeva et al. (2016) argued that modifying work-
stations to meet the needs of PwDs is also an impor-
tant workplace adaptation measure besides arranging
accessibility of the building/facilities. Regarding accessi-
bility of buildings/facilities, the interviewees considered
their companies having all necessary conditions for dis-
abled employees:

If we had an applicant in a wheelchair, it would not be
a problem as this building is accessible. (HR leader, C1)

We have all necessary accessible facilities, especially
for employees in wheelchairs and/or with audio-
visual disabilities. (HR manager, C2)

Easily accessible premises. (Diversity manager, C2)
Adapted elevators and toilets. (HSE manager, C2)

Renovated building and accessible parking spaces.
(HR/inclusion manager, C2)

However, the interviewees at both companies regarded
the corporate building/office as more suitable for PwDs
due to its more accessible working conditions and the
prevalence of office-related positions.

Regarding workplace modifications, the interviewees
at both companies mentioned changing computer desks,
providing special chairs or changing the workplace lo-
cation for own employees. At C1, the HR interviewees
provided “special phones for an employee with a hear-
ing disability” and “reading glasses for an employee who
had acquired disability”. The Consultant/Project leader
also reported accommodating an employee with a hear-
ing difficulty by changing her table position. The supervi-
sor mentioned providing “a predictable working environ-
ment with less noise” for an employee with acquired dis-
ability “to work without disturbances”. However, these
adaptations neither involved high costs to the companies
nor financial support from NAV. Only one employee with
acquired disability received a subsidy from NAV that par-
tially covered his travel costs to and from work, which he
had requested himself.

The interviewees at C2 did not experience provid-
ing as many workplace adaptations as at C1. Both cor-
porate and local offices of C2 had occupational physio-
therapists, who regularly evaluated employees’ adapta-
tion needs, and HSE managers, who supervised employ-
ees’ working conditions, as required by the HSE and WEA
regulations. However, the interviewees at C2 stressed
that it would still be easier for them to accommodate
“a person who is disabled in some physical way than a
person with social or intellectual problems”. The inter-
viewees from C2 did not request any financial support
from NAV for providing physical adaptations at the work-
place since they considered it “a time-consuming and

bureaucratic process”. These findings are in accordance
with Vedeler and Schreuer (2011) who confirmed that
the process of getting public support and funding was
complicated, and argued that providing workplace adap-
tations instead greatly depended on managers’ willing-
ness and initiatives.

4.2. Results of Shift-Share Analysis

The quantitative analysis has targeted to explore the na-
tional employment growth of PwDs and adaptations pro-
vided in Norway between 2006-2010 and 2011-2015.
For this purpose, an enhanced version of the shift-share
method (Artige & van Neuss, 2014; Gialis & Tsampra,
2015) was applied that allowed to decompose data into
‘subsets’ and ‘subgroups’ to assess changes in employ-
ment of PwDs and workplace adaptation measures. The
‘subsets’ cover PwDs ‘whose jobs have not been adapted’
and those ‘whose jobs have been adapted’. The ‘sub-
groups’ contain the types of adaptations defined by
Statistics Norway (see Table 1). This method computes
a combination of three shift-share effects. The first com-
prises the ‘national growth effect’ (NE) that explains how
much of the adaptations subgroup’s growth in employ-
ment of PwDs may be attributed to the overall growth
of employment of PwDs at the national level. The sec-
ond is the ‘subset growth effect’ (SE) that represents the
adaptations subgroup’s growth in employment of PwDs
that is due to the employment growth in one of the two
subsets at the national level. The third is the ‘subgroup
growth effect’ in a subset, which is also known as the
‘competitive effect’ (CE). This indicates how much change
in a subset may be explained by particular advantages
that the subgroup possesses. A positive CE for an adap-
tation subgroup in a subset indicates that the subgroup
is outperforming national trends. A negative CE effect in-
dicates that a subgroup in a subset is underperforming
compared to national trends. This method requires that
the sum of all the shift-share components for any given
subgroup must equal the total growth rate of PwDs em-
ployment for the same subgroup in each period.

Positive changes are reported by NE in both periods.
The total growth rate of PwDs was higher in 2011-2015
than in 2006-2010, 18.8% and 4.3% respectively (see
Table 1). The growth rate of SE in the subgroup ‘need for
one or more adaptations’ switched from a negative value
to a positive one between the two periods, arguably
demonstrating the increase of employed PwD and of
provided adaptations. Positive growth rates of CE were
observed in the second period for ‘need for one or more
adaptations’, ‘changes of work tasks’ and ‘changes of
working time’. The CE effect for subgroup ‘physical adap-
tations of workplace’ remains with a negative growth
rate, although it was smaller in magnitude compared to
the first period. The remaining two subgroups, ‘no need
for adaptation’ and ‘changes of work tasks’, show de-
creasing growth rates of CE from the first period to the
second. The subgroup ‘changes of working time’ shows
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Table 1. Results of shift-share analysis.

Subsets Growth rates (%)
Employees Employees Employees 2006-2010 2011-2015
with disability with disability with
whose jobs whose jobs disabilities,
have not been have been total (%)
adapted (%) adapted (%)

Types of adaptation 2006-2010 2011-2015 2006-2010 2011-2015 2006-2010 2011-2015 NE SE CE Total NE SE CE Total
No need for 17.7 21.4 12.5 13.5 14,8 17.0 43 -0.3 10.8 148 188 -0.7 -11 17.0
adaptation
Need for one or -16.7 13.3 -8.7 31.6 -12.8 235 43 -02 -169 -12.8 18.8 0.9 3.8 235

»  More adaptations
Q.
3  Changes of work 0.1 0.0 37.5 42.9 12.0 16.7 43 -6.8 14.5 120 188 -4.9 2.8 16.7
_'gn tasks
>
¥ Changes of -8.3 33.3 -22.2 66.7 -14.3 50.0 43 11 -19.7 -143 188 -0.2 314 50.0
working time
Physical adaptations -8.3 -12.5 -27.3 22.2 -17.4 5.9 4.3 04 -221 -174 1838 0.8 -13.7 5.9
of workplace
Total 3.9 16.4 4.6 20.8 43 18.8
Note: Calculations performed on Statistics Norway data (SSB, 2016).
Social Inclusion, 2018, Volume 6, Issue 2, Pages 34—45 40



& coGITATIO

the highest positive growth rate of CE between 2006—
2010 and 2011-2015, while ‘physical adaptations of work-
place’ presents the highest negative value. The above-
mentioned growth effects are presented graphically in Fig-
ure 1. In conclusion, the shift-share analysis reveals that
CE demonstrates stronger effects than the other effects
(NE and SE). This is particularly visible in the second pe-
riod showing that ‘changes of working time’, ‘need for one
or more adaptations’ and ‘changes of work tasks’ have
been given more importance by the Norwegian employ-
ers. The CE of ‘no need for adaptation’ decreased from
the first to the second period, compared to ‘need for one
of more adaptations’, suggesting employers’ greater re-
sponsiveness towards PwDs who need adaptations.

5. Concluding Discussion

This case-study has applied a multi-method approach
based on qualitative interviews at two large companies
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Figure 1. Graph of shift-share analysis.

and quantitative shift-share analysis on the LFS data on
Norway to explore employers’ responses to policy mea-
sures in ensuring the inclusion of PwDs in mainstream
employment by providing adaptations at work.

The shift-share results demonstrated considerable
growth in employment of PwDs and in provision of adap-
tations at work at the national level from the first period
(2006-2010) to the second (2011-2015). From these
findings, we may infer that during the last period, when
all policy measures—the anti-discrimination legislation,
the IA Agreement and the labour law (WEA), are in place,
employers have become more responsive to including
PwDs in mainstream employment and providing work-
place adaptations. In contrast, from the interviewees’ re-
sponses at two large companies, there was no indica-
tion that workplace adaptations were made for PwDs
without prior work experience, because there were no
such job applicants or trainees. Despite the high acces-
sibility standards of the companies’ buildings and facili-

2006-2010

Changes of Changes of Physical
work tasks working time  adaptations of
workplace
2011-2015

Changes of Changes of Physical
work tasks working time  adaptations of
workplace
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ties, the corporate policies only broadly addressed non-
discrimination and equality obligations; they did not re-
fer specifically to anti-discrimination legislation, and ac-
cessibility standards were not applied during the recruit-
ment process. Likewise, Halvorsen and Hvinden (2014),
argued that Norwegian employers were often willing to
accommodate the needs of employees yet claimed that
they did not receive applications from persons who ex-
plicitly state that they are disabled.

Regarding specific types of provided adaptations,
the shift-share analysis highlighted important changes
for ‘changes of working time’, ‘need for one or more
adaptations’ and ‘changes of work tasks’. The qualita-
tive interviews, likewise, demonstrated that workplace
adaptations such as changes of work tasks and work-
ing time were those most often provided, though mainly
to own employees who acquired disabilities or returned
to work after long-term illnesses. These responses also
referred to the companies’ conformity to the national
labour legislation—WEA, to the IA Agreement, and to
the corporate HSE policy—all requiring employers to im-
prove working conditions for own employees. This find-
ing, however, is not new, as prior research has indicated
the prevalence of retaining current employees and re-
ducing their sick leave rather than increasing the employ-
ment prospects of PwDs outside the labour market (Dahl
& Lorentzen, 2017; Halvorsen & Hvinden, 2014).

The result of the shift-share analysis for ‘changes
of working time’ in 2011-2015 may indicate the in-
creased importance of ‘flexibility’. This may be associ-
ated with temporary employment, where many PwDs
are employed, according to Ekberg et al. (2016). This
finding may likewise reflect the prevalence of part-time
work among PwDs in Norway, which might have also
increased due to recent changes in WEA, as reported
by Dahl and Lorentzen (2017). However, the intervie-
wees did not report any PwDs employed part-time or
on a reduced work schedule and, in fact, rejected the
possibility of their being employed for part-time posi-
tions. The flexible arrangements provided, mainly con-
cerned own employees, though this did not bring more
PwDs into mainstream employment, especially those
with mental (or more severe) impairments, who would
require flexible scheduling and support (McDowell &
Fossey, 2015). With regard to ‘physical adaptations’,
the shift-share result shows this to be lagging behind.
Both companies reported ensuring accessible buildings
and/or facilities but did not provide more substantial
workplace adaptations because there were no PwDs who
would require these adaptations. As argued by Erick-
son et al. (2014), job applicants may be unaware that
they can request accommodations. However, the preva-
lence of workplace adaptations provided mainly for per-
sons with physical disabilities arguably indicates a lack of
prior experience in providing adaptations for employees
with other types of impairments and reveals the preju-
dices the managers might have against PwDs with more
severe disabilities.

While we could not draw any conclusions from the
shift-share analysis regarding costs involved in workplace
adaptations, the qualitative interviews revealed that the
responsible managers did not request financial support
from NAV. This was because many of provided adapta-
tions were not costly and the interviewees did not re-
port having PwDs among their trainees (or employees)
who would require substantial workplace adaptations
that might result in excessive costs. This finding is in line
with Ose et al. (2013) and Dahl and Lorentzen (2017)
who argued that even though employers were eligible
for financial support for reasonable accommodation, re-
cruiting PwDs had been given lower priority than reduc-
ing sick-leave absence and early retirement from working
life of own employees in Norway. Halvorsen and Hvin-
den (2014) confirmed that the burdens for co-workers
appeared to be of larger concern than the costs to ac-
commodate PwDs in the workplace. In line with prior re-
search (Ose et al., 2013; Svalund & Hansen, 2013), the
major funding was therefore provided to public compa-
nies in Norway that demonstrated greater awareness
and involvement in including PwDs.

In conclusion, it can be stated that despite the anti-
discrimination legislation obligations and the ‘reason-
able accommodation duty’ aimed at promoting the inclu-
sion of PwDs in mainstream employment, provided adap-
tations may, in practice, depend more on the HR man-
agers’ or supervisors’ attitudes and decisions, and on the
companies’ policies than on associated costs. While the
managers do not disregard the importance of the non-
discrimination, equal treatment and accessibility stan-
dards mentioned in the corporate policies, this has so far
not resulted in their active inclusion of PwDs among the
workforce. And, whereas the responsible managers may
associate providing workplace adaptations mainly with
employees with mobility or sensory disabilities, the pro-
vision of more substantial adaptations to persons with
other types of impairments is still limited, as also demon-
strated by the two companies in this case-study. The re-
sults obtained, therefore, reveal a discrepancy between
the employment changes in the shift-share data of PwDs
and the responses from the interviews that show the
companies’ practices in this respect.

This case-study has significant limitations. From
these findings, it is not possible to make generalised con-
clusions regarding type of industry and/or disability, and
the practices of other large companies in Norway or any
other countries. The interviews were conducted predom-
inantly with managers responsible for policy implemen-
tation, which could potentially result in them control-
ling the obtained data and reflect their own perspectives.
Moreover, given the data limitations, the shift-share
analysis, applied here to provide additional insights into
the research question, does not claim any causal rela-
tionship between the adaptations provided and employ-
ment of PwDs. With this in mind, future research may
consider examining in more detail such causal relation-
ships by conducting a large-scale survey that involves a
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random sample of a larger number of companies in differ-
ent business sectors (both public and private). Addition-
ally, the first-hand experience of PwDs, who are either
already employed at the companies and have received
adaptations at work or are job applicants who need adap-
tations, could be considered. Furthermore, issues that
may require greater attention in future research would
be flexible working arrangements and part-time employ-
ment, which emerged as important workplace adapta-
tions from this study.
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United Nations Convention on the Rights of Persons with Disabilities. Its aim is to ensure that 75% of children with disabil-
ities are included in mainstream classrooms by 2025 as part of a wider agenda to eliminate discrimination against people
with disabilities. Including deaf children on an equal basis in the linguistically diverse, exam-oriented Malaysian school
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children’s experiences of inclusion through in-depth interviews in three Malaysian schools. The study design was informed
by a framework developed in the UK to guide best practice of educating deaf children in mainstream schools and focused
specifically on the learning environment. This article presents contrasting educational experiences of two deaf adults, and
then considers the experiences of four deaf children in their government-funded primary schools. A series of inter-related
dimensions of inclusion were identified—these include curricular, organisational, social, acoustic and linguistic dimensions,
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1. Introduction other national and international policy guidelines on the

development of more inclusive and equitable quality ed-

The purpose of this article is to examine the educational
experiences of two deaf adults and four primary age deaf
learners in the light of the United Nations Convention on
the Rights of Persons with Disabilities (CRPD). We begin
by introducing the linguistically diverse Malaysian con-
text, and by examining the influence of the CRPD and

ucation for deaf children.

The contrasting experiences of the ‘successful’ deaf
adults, who were educated prior to the introduction of
the national policy on inclusive education and the rati-
fication of the CRPD, highlight a series of complex and
inter-related dimensions of inclusion. They also illustrate
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the ‘deaf inclusion dilemma’ and some of the assump-
tions made about disability equality in education. Al-
though the four deaf children are being educated post-
CRPD, they are experiencing barriers to their participa-
tion and learning similar to those experienced by the
deaf adults. In scrutinising the education of both the
adults and the children, we identify ways in which bar-
riers to equal recognition and treatment of deaf children
in mainstream settings can be overcome.

Similar to other low and middle-income countries,
literature focusing on the numbers of deaf children at-
tending different types of educational provision, and the
management of technological and sign language support
for deaf students in mainstream settings, is scarce in
Malaysia, and, if it does exist, it is not easy to locate. The
first author has played a critical role in researching pol-
icy and practice in the inclusion of deaf learners in main-
stream schools, much of which is not available in the pub-
lic domain or in published documents.

2. The Malaysian Context

Malaysia has an ethnically and linguistically diverse pop-
ulation of 31 million, which includes Malay (55%), Chi-
nese (24%), Bumiputera (12%), Indians (8%), with other
minorities constituting just 1% (Department of Statistics
Malaysia, 2017). High levels of investment have been sus-
tained in education since independence in 1957, with
“6.1% of GDP” being spent on education (United Nations
Development Programme, 2016, p. 231). The primary
school enrolment rate is 94%, and the primary school
dropout rate has been reduced to just 0.2% (Ministry of
Education, 2014a).

A distinction is made in Malaysia between ‘national
schools’ (government-funded) and ‘vernacular schools’
(partially government-funded). Malay is the language of
instruction in mainstream government-funded schools,
which are attended by 77% of children, 20% of whom
speak Malay as an additional language. Vernacular
schools cater to 22% of the school age population where
the medium of instruction is either Mandarin or Tamil
in addition to Malay and English (Ministry of Education,
2014b), and the remainder of pupils are privately edu-
cated. The study reported here focuses on three Malay-
medium, government-funded ‘national’ primary schools.

There are approximately 3000 deaf learners in three
officially recognised types of educational settings within
the formal special education system in Malaysia (Special
Education Division, 2013):

e Special schools (26 altogether) are mostly resi-
dential and attended by approximately 40% of
deaf children. There are also twelve (12) privately
owned special schools catering to 600 pupils with a
range of disabilities (Ministry of Education, 2014b);

e The Special Education Integrated Programme
(SEIP) (Program Pendidikan Khas Integrasi) was
first introduced in 1963. It is now catering to ap-

proximately 60% of deaf children in ‘units’ at-
tached to 23% of government-funded primary
schools (N = 1345);

e The Inclusive Education Programme (IEP) (Pro-
gram Pendidikan Inklusif) officially registers chil-
dren who are included in mainstream classrooms.

The IEP was established following the Salamanca State-
ment (UNESCO, 1994), and through the Education Act
(1996). It caters to 6% of learners with disabilities and ap-
proximately 1% of deaf children. The term ‘inklusif’ has
been adapted from English, as there is no Malay word for
‘inclusion’, and is used to mean the official placement of
pupils with disabilities in mainstream classrooms. The in-
clusion of children with disabilities in their local schools
has been described as being “unconscious” (Lee & Low,
2013, p. 2) as they are not attached to either the SEIP or
IEP. In this sense, the term ‘inclusion’ has its own particu-
lar meaning in the Malaysian school system; children are
considered to be included if they attend a mainstream
school without any specialist support; and ‘partially in-
cluded’ if they spend some of their time in a mainstream
classroom and the rest of the time in the SEIP (Ministry of
Education, 2013a). Children with disabilities are required
to pass school-based assessments before they can be ac-
cepted into the IEP (Ministry of Education, 2013a). The
highly pressured and competitive examination-oriented
mainstream education system is considered unsuitable
for children regarded as having ‘low academic ability’ (Je-
las & Ali, 2012).

The Persons with Disabilities Act (2008) states that,
“[p]ersons with disabilities shall not be excluded from
the general education system on the basis of disabilities”
(Article 28, p. 24). In 2010, the Government signed and
ratified the CRPD which specifies that children with dis-
abilities have the right to access “inclusive, quality and
free primary education and secondary education on an
equal basis with others in the communities in which they
live” (United Nations, 2006, Article 24). Inclusive edu-
cation is defined in the national policy as the “concept
of placing Special Educational Needs (SEN) students into
mainstream classes to be educated alongside their peers,
either with or without additional support and within
the present school system” (Ministry of Education, 2004,
p. 28, emphasis added). Interestingly, the Government
recognises the limitations of its commitment by acknowl-
edging that:

This concept of inclusive education might not be in
line with the ideal concept based on ‘acceptance, be-
longing and about providing school settings in which
all disadvantaged children can be valued equally and
be provided with equal educational opportunities’.
(Ministry of Education, 2004, p. 28-29)

The General Comment 4 on Article 24 (Committee on the
Rights of Persons with Disabilities, 2016)—henceforth re-
ferred to as the General Comment—asserts that deaf
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children have the right to access the language of instruc-
tion that is “most appropriate”:

Students who are blind, deaf or deafblind must be
provided with education delivered in the most ap-
propriate languages and modes and means of com-
munication for the individual, and in environments
which maximize personal, academic and social devel-
opment both within and outside formal school set-
tings. (para. 35, p. 10)

The interpretation of the term “most appropriate” is crit-
ical, and suggests that the language needs of deaf chil-
dren should be met on an individual basis. The General
Comment also highlights the importance of being able to
communicate in all aspects of life, not just in school.

The Government has set the ambitious target of en-
suring that 75% of students with disabilities, including
deaf students, will be educated in mainstream class-
rooms by 2025 (Ministry of Education, 2013b). This is part
of a wider agenda to eliminate discrimination against
people with disabilities. Although this demonstrates the
Government’s commitment to international rights-based
educational agendas, it is an ambitious target in the case
of deaf children given the need to attend to individual
language learning needs, including sign language, in the
context of considerable linguistic and cultural diversity.

Malaysian Sign Language (MSL) is recognised by the
Government as the official language of Deaf people in
the Malaysian Persons with Disabilities Act (2008). The
use of upper case, or capital, ‘D’ is used to denote mem-
bership of the social, cultural, and linguistic minority
group of Deaf people who use their own native Sign lan-
guage, in line with the World Federation of the Deaf
(WFD) policy guidelines. It also distinguishes Deaf peo-
ple from other individuals who experience hearing loss,
but do not use sign language.

The language of instruction for deaf children is re-
ferred to as Total Communication, which is a combina-
tion of communication strategies, including the Hand
Code of Malay, speech, finger spelling, writing and lip
reading (Tee, 1990). Teachers of the deaf are trained
to teach using ‘Hand Code of Malay’ (Bahasa Melayu
Kod Tangan) alongside speech. This is an approach de-
signed to support spoken Malay, and is not a language
in its own right. MSL is not taught in schools in Malaysia
(Yasin, Tahar, Bari, & Manaf, 2017), neither is Sign Bilin-
gualism used.

Support for learning MSL is only provided by non-
governmental organizations, such as the Malaysian Fed-
eration of the Deaf, and training for interpreters is also
limited (Yusoff, 2014). Teaching instruction using other
modes of communication, such as cued speech, is only
provided in a private school administered by the National
Deaf Association of Malaysia with little evidence of suc-
cess (Yasin, Bari, & Hassan, 2013). The communication
practices in Malaysian schools are therefore not in line
with the WFD recommendation that:

Quality education in the national sign language(s) and
the national written language(s) is one of [the] key fac-
tors for fulfilling the education and broader human
rights of deaf children and adult deaf learners (World
Federation of the Deaf, 2016, p. 3).

Due to advances in the use of audiological technology
in Malaysia, parents are more likely to have contact
with medical professionals than with educationalists be-
fore their children start school (UNICEF Malaysia, 2014).
Therefore, doctors and audiologists have the most di-
rect influence on deaf children’s mode of communication
as they are involved in the initial diagnosis and the fit-
ting of hearing aids. Cochlear implants have been pro-
vided to more than 600 severely and profoundly deaf
children by the Ministry of Health since hospitals began
offering this service in 1995 (Goh, Fadzilah, Abdullah,
Othman, & Umat, 2018; Yusoff, Umat, & Mukari, 2017).
The introduction of the Newborn Hearing Screening in
2001 has further strengthened this service (Ministry of
Health, 2015).

While advanced medical services are available, guid-
ance for parents on how to make decisions about edu-
cational provision for their deaf children is not provided
(UNICEF Malaysia, 2014). Those children who receive
cochlear implants and digital hearing aids are likely to
be advised by medical professionals to attend their lo-
cal school. In this sense, parents are not able to make
informed choices about their children’s education and
mode of communication. Currently there are no spe-
cialist teachers available to support deaf children out-
side of the established special education services. Since
there is no sign language support provided in main-
stream schools, being able to speak is an essential pre-
requisite for being able to participate on an equal ba-
sis in the examination-oriented mainstream schools of
Malaysia. At the same time, the high cost of hearing aids
and cochlear implants limits the number of children who
can benefit from this technology since not all parents
can afford this. Although subsidies are available from the
Government, approval of these subsidies can take up to
two years and so parents often have to cover the cost
of the technology and its maintenance. The availability
of technology alone is not sufficient. Daily maintenance
is required if it is to be used reliably and appropriately
(Archbold & O’Donoghue, 2007).

3. Deaf Learners’ Experiences

This study is the first of its kind in Malaysia. It took
place in three government funded primary schools in Se-
langor, the most developed state in which the capital,
Kuala Lumpur is situated. Individual semi-structured in-
terviews (Kvale & Brinkmann, 2009) were conducted in
2016 with thirty-seven (37) participants, including two (2)
deaf adults, three (3) head teachers, two (2) SEIP coordi-
nators, three (3) SEIP teachers, five (5) mainstream teach-
ers, two (2) teachers of the deaf, three (3) teaching assis-
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tants, seven (7) parents of deaf children, seven (7) deaf
children (4 boys and 3 girls aged 9 to 13) and three (3) of
their hearing classmates. The aim of this larger study was
to gain a better understanding of the experience of inclu-
sion from the perspective of all the ‘key actors’ involved in
this complex process, and especially deaf learners whose
views have not been researched in the Malaysian con-
text. In addition, individual interviews were conducted
opportunistically during the main data collection period
with two deaf adults who had experience of primary, sec-
ondary and tertiary education in Malaysia. The question
that guides this article is: what are deaf learners’ experi-
ences of being included in education?

It proved impossible to identify a pre-existing frame-
work in the literature that was relevant to the explo-
ration of education stakeholders’ experience of the in-
clusion of deaf children in low or middle-income coun-
tries. The UK’s ‘National Quality Standards: Resource pro-
visions for deaf children and young people in mainstream
schools’ (National Deaf Children’s Society & National Sen-
sory Impairment Partnership, 2011) was adapted for use
in this study, and the themes used to develop the in-
dividual semi-structured interview schedules included:
positive attitudes; making reasonable adjustments; re-
spect; friendship; communication; achievement; embed-
ded specialist provision; training for staff; and develop-
ing acoustic settings. This study was conducted with
approval from the University of Manchester’s Research
Ethics Committee and from the Malaysian government.
The schools were identified through a shortlist of deaf
children attending mainstream schools drawn up with
support from two sources: the Ministry of Education and
the Cochlear Implant Centre, Institute-HEARS.

The first author, a qualified teacher of the deaf from
Malaysia, conducted interviews entirely in the Malay lan-
guage, both spoken and signed. The children were asked
to give their assent to participate and parents were con-
tacted to give their informed consent for their child’s
participation. The children were free to choose their
preferred mode of communication during the interview.
Prior to data collection, the children were assured that
their decision to participate was voluntary, that the in-
terviews were confidential, and that participation in the
study would not affect their grades. All recorded data
were transcribed and analysed with computer assisted
qualitative data analysis software (CAQDAS) Nvivo 10
(Gibbs, 2005). A thematic analysis approach was applied
to identify patterns through a rigorous process of data fa-
miliarisation, data coding, and the development and re-
vision of key themes (Braun & Clarke, 2006).

4. Reflecting on Contrasting Experiences of Education
and Communication

Zack and Yuyu are profoundly deaf and their parents
were able to afford speech therapy and early amplifica-
tion. They were both educated in government-funded
schools in Selangor State, but have had different experi-

ences of the education system, largely due to the modes
of communication used in the schools they attended, as
illustrated by the following vignettes:

Zack is in his early 20s, and has worn hearing aids
since he was four years old, when his mother be-
came concerned about his difficulty in speaking their
home language, Malay. Zack’s mother helped him to
learn to speak. He attended the local school with his
siblings following a speech therapist’s recommenda-
tion. Zack says that it was difficult to make friends,
and, “School was challenging”. The teachers spoke too
quickly which made it difficult for him to hear, and so
he learned to focus on the teachers’ lips. His parents
went over his schoolwork with him in the evenings,
and his secondary school teachers gave him extra tu-
ition on a voluntary basis in break times. He passed
the Malaysian Certificate of Education, completed a
diploma and is currently an undergraduate student of
Animal Science at a prestigious university in Malaysia.
“Now”, he says, “I have made a lot of friends”.

The relative wealth and dedicated support of Zack’s par-
ents and his teachers’ extra tuition helped Zack to main-
tain his hearing aids, learn to speak, and achieve academ-
ically in the exam-focused education system. Although
Zack reported that he was socially isolated in school, the
opportunity to interact with people from diverse back-
grounds at the university has developed his confidence.
By contrast, Yuyu was educated almost entirely
within the separate educational setting of the SEIP at pri-
mary and secondary level, from the 1990s onwards:

Yuyu is in her mid-30s, and was fitted with hearing
aids at the age of three, around the same time that her
older brother’s deafness was identified. Yuyu had reg-
ular speech therapy, but stopped wearing the hearing
aids when she was ten because she “didn’t find them
helpful”. Yuyu’s parents speak Mandarin, Malay and
English. Yuyu says that her first language is Malay, as
she uses written Malay to communicate with those
who don’t know MSL. She communicates in MSL with
Deaf people, although she uses some speech when
communicating with her mother who has learnt to
use Hand Code of Malay, and her father uses home
Malay signs for individual words such as “bath, study,
sleep, and eat”. After completing the Malaysian Cer-
tificate of Education, Yuyu studied for her High School
certificate in a mainstream school for two years be-
fore undertaking an undergraduate degree in Special
Education, and has been teaching deaf children in an
SEIP for about 8 years.

Having supportive parents and a deaf older brother, and
being able to complete the majority of her education
with other deaf children, have helped Yuyu to become an
accomplished user of MSL, and prepared her well for her
current profession. Being able to hear spoken language
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at an early age probably helped her to establish profi-
cient sign language skills and fully participate in the edu-
cation system (Leigh & Johnston, 2004). However, Yuyu
relies on written communication with people who do not
know sign language. During the four-year undergradu-
ate course, she only had occasional support from a sign
language interpreter due to the university’s budget re-
strictions and the interpreter’s limited knowledge of her
subjects. After graduating, Yuyu became a volunteer at
a Deaf Association centre in the capital, Kuala Lumpur,
where she socialises with other Deaf people. Yuyu’s expe-
rience highlights the importance of gaining literacy skills
as they have profound and lasting repercussions for the
lives of deaf individuals (Mayer & Akamatsu, 2003).

5. Dimensions of Inclusion and Exclusion

Zack and Yuyu’s educational and career trajectories high-
light some of the disputes and contradictions in the prac-
tice, policy and discourse of inclusive education as they
relate to the education of deaf children in Malaysia and
internationally. Educational choices are usually made by
parents, are often fraught with uncertainty, and have ma-
jor repercussions for adult life. In low and middle-income
countries information about communication modes and
educational settings is not always available to parents
(Leigh, Newall, & Newall, 2010).

Yuyu'’s deafness is a central part of her identity, and
she considers herself to be a member of a linguistic mi-
nority which has its own culture and mode of commu-
nication (Mcllroy & Storbeck, 2011). Indeed, Article 21
of the Salamanca Statement (UNESCO, 1994) recognises
that the particular communication needs of deaf learn-
ers can sometimes justify separate educational provi-
sion. Although Yuyu was not educated in a special school,
the SEIP programme has effectively created small special
schools within mainstream schools, where a maximum
of 8 to 10 children have full-time support, although not
all teachers are specialists in deaf education. These are
spaces where Deaf culture can thrive and where equal
participation is possible (Jarvis, 2002).

However, the organisation of deaf children into small
special ‘units’ means that schools are rarely able to pro-
vide the more advanced curricular access required for
secondary and tertiary educational success (Angelides &
Aravi, 2015). It is unlikely that Zack would have been able
to study at university if he had only been exposed to the
restricted curriculum available in specialist settings, yet
the consequence of being the only deaf learner at school
appears to have led to considerable social isolation and
having to study much harder than his peers (Jarvis, 2007).
At the same time, having the opportunity to learn in
mainstream settings opened up career possibilities for
Zack which would otherwise have remained closed. It
also enabled him to have a wider friendship group (An-
tia, 2015), although this did not include deaf peers.

We now turn, in the next section, to the experiences
of Aisyah, Akwan, Ben and Caliph, four (4) of the seven (7)

children in the main study who have been selected be-
cause of the severe nature of their deafness. They have
been given pseudonyms which match the first letter of
their school pseudonyms: Aman, Bijak and Cherdik. Each
school has over 1,500 pupils, aged 6 to 12, and has a
staff of 70 to 90 teachers. Although the first author par-
ticipated in school activities for two to three weeks to
build rapport prior to conducting the interviews, the chil-
dren were sometimes shy, and only spoke (or signed)
in very short phrases. Questions were repeated several
times and long pauses allowed for the children to formu-
late their answers. Through the children’s experiences,
we explore the organisational and curricular limitations
of the SEIP, the social isolation of the mainstream, and
the linguistic separation between these two types of ed-
ucational setting.

6. Experiences in the Special Education Integrated
Programme (SEIP)

Aisyah, Akwan and Ben are aged 9 to 13, and are from
Malay-speaking families. They attend the SEIP in Aman
and Bijak schools, respectively. Each SEIP caters to ap-
proximately 60 to 80 pupils with learning disabilities,
with just seven deaf children in Aman, and eight deaf
children in Bijak. The deaf children are educated in a sep-
arate classroom within the SEIP, which has its own ad-
ministrative structures, separate from the mainstream
school. The deaf children and teachers spend most of
their time in this ‘gated community’. They occasionally
participate in the weekly formal school assembly and
other activities in the main school, but the SEIP also or-
ganises its own separate activities, such as Sports Day. It
is common for deaf children to be placed in an SEIP with-
out a trained teacher of the deaf, and this is the case in
Aman. Although the teachers in Aman have had no for-
mal training on how to teach deaf children, they have
had more than ten years’ experience of teaching deaf
pupils, and have studied sign vocabulary from books in
their own time, and learned to sign ‘on the job’.

Akwan is nine and has been wearing digital hearing
aids since the age of three. His mother chose to send
him to the SEIP in Aman school because she considers
him too young to attend school far away from home,
even though his 17-year-old brother attends a residen-
tial secondary school for deaf children. She also thinks
that the SEIP provides him with more individual atten-
tion from teachers. Akwan says that he likes his hearing
aids because they help him to communicate with his two
classmates and his teachers. Although the SEIP is a spe-
cialist facility designed to accommodate deaf children,
the walls between the classrooms are not soundproofed,
and Akwan finds the background noise distracting. This
is a common complaint from deaf children, especially in
mainstream classrooms where there is little awareness
or understanding of the importance of good acoustics,
and noise reduction and management (lantaffi, Jarvis, &
Sinka, 2003). However, Akwan reports that he likes to go
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to school because he has friends, and when he cannot
hear clearly because of the background noise, he is able
to watch the teacher signing (Jarvis, 2007).

Aisyah began to learn to sign at the age of seven
when she started school. She is now thirteen and is re-
peating the Year 6 class. She has no hearing aids, does
not speak and has a limited knowledge of the Hand Code
of Malay. Her older sister has recently started to learn to
sign, but Aisyah’s mother refuses to believe that Aisyah
is deaf, and is convinced that her difficulty in speaking is
the result of a supernatural force. Aisyah is socially iso-
lated and reported that Aman school is “boring and dif-
ficult”. She has difficulty understanding lessons because
of her limited language skills, the teachers find it difficult
to teach abstract concepts, and Aisyah struggles to un-
derstand their explanations. As the curriculum becomes
more demanding, Aisyah is falling behind.

Ben is twelve and has worn hearing aids since he was
two, when he became deaf as a result of severe jaun-
dice. His mother wanted him to speak, so she sent him
to a mainstream school where he had no support from
a qualified teacher of the deaf. After four years he was
advised by the mainstream teachers to move to the SEIP
classroom at Bijak School because he could not keep up
with the fast pace of the lessons. In the SEIP he receives
specialist support from two trained teachers of the deaf,
the curriculum is less challenging, and the class has just
three deaf children. Ben has been taught to sign and can
now communicate with his two deaf classmates and par-
ticipate in lessons. He now has both sign language and
speech, although sign language is dominant. He enjoys
school and seems happy with the pace of learning. Al-
though Ben has access to a narrow curriculum, he has
gained communication skills.

Regular exposure to an accessible language, and
meaningful interactions with others who are capable
users, is essential for deaf children to become literate
enough to benefit from formal education (Mayer, 2007).
Late identification and limited access to amplification,
and the fact that more than 90% of parents of deaf
children are not deaf and have no sign language skills
(Mitchell & Karchmer, 2004), represent considerable bar-
riers to equal participation in education.

7. Attending a Mainstream School without Specialist
Support

Caliph is ten years old and has a profound hearing loss
which was only identified at the age of eighteen months
when his mother noticed his lack of response to loud
noises. At the age of two, he had a cochlear implant fitted
to his right ear and a hearing aid in his left ear. Caliph at-
tends speech therapy and his mother practises with him
at home. Active in an NGO for parents of deaf children,
Caliph’s mother is clearly both determined and commit-
ted to his overall welfare and educational development.
Similar to Zack’s mother, she wanted Caliph to speak the
home language, Malay.

Caliph attends Cherdik School with his older brother.
Caliph is the only deaf child known to be attending this
school and there are no specialist teachers. The Ministry
of Education does not keep records of deaf children edu-
cated in mainstream schools as they are outside the for-
mal special education system, and so Caliph was identi-
fied for this study through the cochlear implant team.

Caliph is in a class with twenty-five students whose
academic attainment is considered to be ‘low’, and
where the curriculum has been simplified. Yet Caliph
commented: “The teachers teach, but sometimes | don’t
understand the lesson”. Caliph sits at the front with his
friend, Chad. He enjoys school and plays with his friends
at home after school. Caliph’s difficulty in understand-
ing may have been because his cochlear implant had not
been working reliably for eight months and he was man-
aging with one hearing aid, however, his mother was
committed to solving this problem. Caliph talked about
his love of sport, and about practising for Sports Day. At-
tending mainstream school has enabled Caliph to partic-
ipate in a wide range of school activities and he has lots
of friends, both at home and school.

Although it is not possible to generalise from Caliph’s
experience, as he is the only child in this study with a
cochlearimplant, having spoken language has helped him
to be socially included. Reliable maintenance is, however,
critical in being able to continue to develop and practise
spoken language (Archbold & O’Donoghue, 2007). Even
though Caliph is in a small class, he struggles to access
the limited curriculum without reliable assistive technol-
ogy and specialist support. The extent to which his low
achievement is due to a failure of technology and appro-
priate communication support is difficult to establish.

8. Addressing the Deaf Inclusion Dilemma

We have argued here that it is a combination of in-
creased political will as a result of the CRPD, as well as
advances in audiological technology and related special-
ist knowledge, which have provided deaf learners with
more equal opportunities to use their hearing more ef-
fectively and develop greater spoken language abilities
(Goh et al., 2018). This, in turn, has had an impact on the
choices available to deaf children and their parents. As
the data have illustrated, support for children and their
families in the early years is critical (Moeller, Carr, Seaver,
Stredler-Brown, & Holzinger, 2013). At the same time,
teacher training is not keeping pace with sign language
development and technological opportunities, or with
the need to promote greater deaf awareness in the ed-
ucation system, as recommended by the CRPD.

Cochlear implants and digital hearing aids are only ef-
fective when teachers and parents have the necessary
expertise to check and maintain them. However, teach-
ers in Malaysia have limited audiological training and so
children do not gain the full benefit from this technology.
In addition, the lack of coordination between the min-
istries of health and education means that deaf children
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are not provided with equitable educational opportuni-
ties and services.

Most of the available literature on the experiences
of deaf children in mainstream education focuses on
high-income countries and makes assumptions about
the availability of sufficient resources, including the lat-
est technology (Bakhshi, Kett, & Oliver, 2013). A review
of inclusive education in low-and-middle income coun-
tries focusing specifically on deaf children found only one
paper on education in mainstream schools, as most stud-
ies focus on education in special school settings (Wapling,
2016). Limited research on the education of deaf chil-
dren in low and middle-income countries means that
policy makers have insufficient knowledge and under-
standing of how to develop, secure and sustain appro-
priate educational services. The General Comment pro-
vides much needed guidance for practitioners and policy
makers on how to interpret and implement Article 24 for
deaf learners.

The findings of our study suggest that flexibility is
key to the development of more equal opportunities for
deaf children. Three of the children spend most of their
time in separate classrooms with only two to three class-
mates, within a gated community, mostly excluded from
the wider school community. This separate provision can
be seen as being beneficial to deaf pupils by providing
them with equal opportunities to participate in learning
and access the curriculum with support from specialist
teachers (Lynas, 2002), but the very small number of chil-
dren in these separate classrooms means that they have
limited opportunity to develop communication skills and
to socialise. The rigid examination-oriented curriculum
within the mainstream education system makes it diffi-
cult for deaf children to follow the fast-paced lessons. In
our larger study three out of five mainstream teachers in-
terviewed were committed to supporting deaf children
to remain in their classrooms. In situations where the as-
sistive technology was not working or the child did not
pass the school exams, all five of the school leaders inter-
viewed suggested that the parents move their children to
specialist settings, either the SEIP or a school for the deaf.

Increasingly, audiological technology and professional
knowledge are being made available, and sometimes
affordable, in developing countries (McPherson, 2008).
However, regular and reliable maintenance of cochlear
implants and hearing aids, and school policies which pro-
mote effective communication, such as noise reduction,
lip reading, lip speaking (Archbold & O’Donoghue, 2007)
and sign language (World Federation of the Deaf, 2016)
are essential if deaf children are to have equal educa-
tional opportunities. Determining ‘the most appropriate’
language of instruction is an ongoing policy and practice
challenge, especially in countries with diverse languages
and ethnicities (Rhoades, Price, & Perigoe, 2004).

Equal access to spoken, written and signed communi-
cation is a pre-requisite for equal participation. In many
contexts in the global South, deaf children do not have
equal access to assistive technology, such as hearing

aids and cochlear implants. In this case sign language is,
arguably, the most appropriate language of education
(Mcllroy & Storbeck, 2011), as made clear in the General
Comment. Although the Hand Code of Malay provides ac-
cess to language in school, it does not necessarily enable
communication with family members, and can lead to re-
stricted curricular access, as our data have illustrated.

Sign bilingualism is one possible way forward, but
in the context of limited resources and expertise, as in
Malaysia, it is unlikely to be implemented effectively in
the immediate future, and Leigh and Johnston (2004)
have argued that there is a lack of evidence to support
the effectiveness of this approach. Deaf children’s abil-
ity to learn language and literacy skills is reduced by
late identification and intervention (Lederberg, Schick, &
Spencer, 2013). Indeed, children who enter school with
little or no language are likely to have to spend time
‘catching up’, rather than having equal access to the cur-
riculum. Parents’ difficulties in accepting their children’s
deafness can also result in children having no mother
tongue or sign language skills before they start school
(Wilson, Miles, & Kaplan, 2008). Yet opportunities for par-
ents and other family members to learn sign language are
rarely available, even in highly resourced contexts (John-
ston, Leigh, & Foreman, 2002). Zack, Yuyu and Caliph
have all benefitted from the efforts of their dedicated par-
ents and early exposure to spoken language, yet their par-
ents have had limited access to sign language.

This article has not attempted to make any compar-
isons between the education of deaf children in special
schools and those attending more mainstream provision.
It is important to acknowledge that 40% of deaf children
continue to be educated in special schools in Malaysia,
and that this option seems likely to continue to be avail-
able as part of the continuum of provision. In contrast
to the dominant view of inclusion being about ‘main-
stream’ education, Olsson, Dag and Kullberg (2017) have
argued for:

The importance of special schools for deaf and hard-
of-hearing persons when it comes to both academic
and social inclusion. Social inclusion during adoles-
cence is ultimately of great importance for becoming
well integrated in society. (Olsson et |., 2017, p. 13)

They go on to argue that:

[Plersons with disabilities should have the possibility
to live their lives under conditions that are as similar
as possible to those of the rest of the population. In
this case, for the studied groups, normalisation seems
to be promoted by attending special school. (Olsson
etal., 2017, p. 13)

9. Conclusion

This study demonstrates that the availability of advanced
audiological technology has enabled an increasing num-
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ber of deaf children to develop spoken language and par-
ticipate in mainstream schools in Malaysia. The signifi-
cance of this study is in highlighting the specific barriers
faced by deaf children in achieving their educational po-
tential. In exploring deaf children’s experiences of main-
stream schools, this article raises more questions than it
is able to answer, such as: what is the purpose of school-
ing and education for deaf children; what would an equal
education system look like; and how can there be more
flexibility in relation to communication methods and ap-
proaches in the education of deaf children?

Meaningful communication, whether spoken, writ-
ten and/or signed, is central to the equal participation of
deaf learners in any type of educational setting. Our find-
ings highlight the fact that there is little understanding of
the importance of a good quality acoustic environment
in Malaysian schools, including in specialist settings, and
that educationalists do not have relevant training in, or
responsibility for, the maintenance of assistive technol-
ogy. The study also illustrates the varied communication
practices taking place in schools, and the dominance of
Hand Code of Malay as part of a total communication ap-
proach, rather than the structured use of MSL. The fact
that professionals are beginning to collaborate with each
other to promote more equal participation for deaf chil-
dren shows some potential for the development of inclu-
sive practices.

In summary, this study represents the beginning of
a longer term and more complex evaluation of educa-
tional environments in Malaysia. One possible way for-
ward is for schools to monitor the many different dimen-
sions of inclusion (social, curricular, organisational, lin-
guistic and acoustic) and so evaluate the effectiveness
of educational provision for deaf learners. An apprecia-
tion of the importance of developing a broad range of
flexible support structures in accommodating individual
differences between deaf children would also be helpful
in developing more equal education practices (Archbold,
2015). Deaf learners’ and their families’ perspectives are,
arguably, an essential part of developing more compre-
hensive and responsive approaches to deaf equality in
educational settings, and this study represents an impor-
tant step in this direction.

School stakeholders, including policy makers, will
need help in understanding that it is not enough to sim-
ply ‘include’ deaf children in a classroom environment.
To include deaf learners on an equal basis in all the di-
mensions of inclusion identified in this article will require
inter-ministerial collaboration, as well as a step change in
the awareness of professionals about disability and deaf
equality in education in line with the CRPD.
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1. Introduction form of support changed from residential facilities to

home-based support services.

Traditionally, the support of disabled people was almost
exclusively a family matter with very little involvement
of other agents. Only since the rise of modern welfare
states from the late 19th century, certain states started
to accept a limited public responsibility for the support
needs of disabled people and, consequently, residential
service facilities for this group started to emerge. From
the second half of the 20th century, in many countries,
the public support responsibility was widened to cover
a larger proportion of disabled people and, in part as a
reaction to the claims of the Independent Living Move-
ment (Askheim, Bengtsson, & Bjelke, 2014), the major

This partial transfer of support responsibility from
the family to the state has by some been coined as de-
familialization (e.g., Lister, 1994; McLaughlin & Glendin-
ning, 1994). In comparative studies about social service
regimes, the Scandinavian countries are usually charac-
terized as outstanding pioneer cases concerning their
capacity to defamilialize support (e.g., Esping-Andersen,
1999; Lewis, 2001), mainly due to their comparably well-
developed public childcare and eldercare systems (e.g.,
Sipila, 1997; Anttonen, 2003). Less has been written
about disability support regimes from a comparative per-
spective. Yet, the available studies suggest that the Scan-
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dinavian countries have achieved a comparatively high
degree of defamilialization also when it comes to disabil-
ity support. In these studies (e.g., Askheim et al., 2014;
Szebehely & Trydegard, 2007), the role of the Swedish
Personal Assistance (PA) system in particular, introduced
in the Act Concerning Support and Services to Persons
with Certain Functional Impairments (LSS) has been em-
phasized. The intention with the reform was to advance
self-determination and participation in society for peo-
ple with comprehensive support needs.

The main aim of this article is to critically discuss in
what direction Swedish disability support in the form of
PA has been heading in the past decade when it comes to
the balance of support responsibility between the public
sector and the family. Is the common image of a system
that is moving towards more and more defamilialization
of support still accurate? Or are there signs of stagna-
tion or even reversal towards refamilialization? What are
the possible consequences of the recent developments
in the Swedish PA-system for both disabled people and
their relatives in terms of agency and equality?

In the following section the theoretical framework of
this article will be sketched out. In particular, the concept
of defamilialization will be discussed here. Thereafter the
data and methodology of the study are described. Subse-
quently, the main formal traits of the Swedish disability
support system since the introduction of the LSS in the
mid-1990s will be illustrated, followed by an analysis of
the development of PA in the past 10 years, based on
public statistics and public reports. Finally, the possible
consequences of these developments in terms of equal-
ity and agency for support givers and recipients are dis-
cussed before the main findings will be wrapped up in
the conclusion.

2. Theoretical Concepts
2.1. Defamilialization

One of the main tasks of modern welfare states is to pro-
vide services to those needing practical and/or personal
support. The main target groups of these services are
children, older and disabled people. Probably the two
most important functions of these services are: (1) to
make sure that the needs of support are properly met,
and (2) to lessen the dependency of (potential) familial
support givers and support recipients from each other
(Rauch, 2007).

In theoretical terms, the second function can be ap-
proached with the concept of defamilialization, initially
developed by Ruther Lister (1994) and defined as “the
degree to which individual adults can uphold a socially
accepted standard of living, independently of family re-
lationships” (Lister, 1994, p. 37). While Lister originally
mainly focused on economic aspects of defamilialization
(i.e., financial/economic autonomy), the focus in this ar-
ticle will shift to the question of social dependency be-
tween (potential) familial support-givers and support-

recipients. One basic assumption here is that a famil-
ial support relation increases the dependency of both
parties (Dunér & Olin, 2018; McLaughlin & Glendinning,
1994). If support-giving is at least partially transferred
to other actors outside the family—in other words, if
it becomes defamilialized—the personal autonomy and
agency of both support-givers and support-recipients will
be elevated (Leitner & Lessenich, 2007; O’Connor, 1993;
Ulmanen, 2015). Here, familialized support is in no way
regarded, in itself, as an inferior or undesirable form of
support. Of course, familial support is essential for many
disabled people. Some do prefer familial support and em-
phasize its intrinsic value. Others have a more ambigu-
ous stance towards it. And yet others do prefer public or
other types of support (e.g., Dunér & Olin, 2018). The
very point is rather that real agency of support-givers
and support-recipients presupposes that disabled peo-
ple and their relatives have a real chance to choose the
support form they desire.

Many articles on social services calculate or relate to
overall defamilialization scores for certain care schemes
in order to analyze the impact of these on agency and
equality (e.g., Esping-Andersen, 1999; Lohmann & Zagel,
2015; Rauch, 2007). However, it is often overlooked that
defamilialization can be distributed unequally across dif-
ferent social groups in society. Depending on the insti-
tutional structure of the support solution in question,
some segments in society might gain more defamilial-
ization of support than others. In this article we will ex-
plicitly address this question by introducing the concept
of segmented defamilialization, understood as defamil-
ialization which is only granted to some groups in society
(e.g., social classes, citizens of certain regions, etc.) but
not, to the same degree, to others.

2.2. Agency and Equality

In this article, the concept of defamilialization will be
tightly linked to concepts of agency and equality. Equal-
ity presupposes according to Amartya Sen (1992) not
only equal access to material resources but also equal-
ity of agency. Agency will be defined here as the ability
of individuals to make their own choices. Defamilialized
disability support can be argued to raise the agency of
both disabled people and their relatives. The availabil-
ity of extra-familial support options grants close relatives
greater agency to choose to what extent they would like
to dedicate their time to the support of their disabled
relative or rather to alternative activities, such as labor,
leisure, and so on. Likewise, defamilialized support op-
tions give disabled people the agency to choose between
different support forms. They might want to choose extra
familial support if they deem that this support form in-
creases their independency in society more than familial
support. To sum up, defamilialized disability support has
the capacity to enhance the richness in terms of agency
among both groups and thus improves their social posi-
tion in relation to other groups in society. In other words,
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it can contribute to increase the equality between those
who are disabled and those who are not.

3. Data, Operational Assumptions and Analytical
Framework

The discussions in this article will be based on analyses
of legal regulations concerning PA, public statistics and
findings from public reports. In the first step of analysis,
the legal framework of PA and the related Assistance Al-
lowance (AA) will be discussed. In the second and main
step of analysis, public statistics from, among others, the
Swedish Social Insurance Agency (SSIA) and the Swedish
National Board for Health and Welfare (NBHW) will be
used to study the development of PA since the introduc-
tion of LSS in the mid-1990s. Here, focus will be on the
development of the number of PA-recipients per capita,
approval rates and withdrawn PA-admissions, as well as
on the average amount of assistance hours granted per
recipient. A combined analysis of these indicators will be
used to discuss developmental trends concerning the de-
gree of defamilialization of disability support in general
and among different social groups. The main underlying
operational assumptions are:

(1) Relative number of recipients: the higher the rel-
ative number (share per 100.000 residents) of PA-
recipients, the higher is ceteris paribus the over-
all share of people with disability receiving at least
partially defamilialized assistance;

(2) Approval and withdrawal rate: the higher the share
of declined PA-applications and the higher the
share of withdrawn PA-admissions, the higher is
ceteris paribus the share of people wishing to re-
ceive but being excluded from getting defamilial-
ized assistance;

(3) Service intensity: the higher the number of PA-
hours per PA-recipient, the deeper is the degree of
support defamilialization among those receiving PA.

The quantitative data will be interpreted with the help of
SSIA’s own enquiries about the development of AA. This
allows us to better understand alterations over time con-
cerning admission assessments.

Taken together, the first two steps of analysis will
help us to identify defamilialization or refamilialization
trends in Swedish disability support. The third step of
analysis, which will mainly be based on a report from
the NBHW, can give us tentative findings about possi-
ble consequences of these developments for the agency
of both familial support-givers and support-recipients as
well as the social position of these two groups in relation
to other groups in society.

4. The Legal Framework: LSS and the System of PA

A major legal cornerstone of the Swedish system of dis-
ability support is the LSS introduced in 1994. LSS de-

fines three target groups for disability support measures
(SFS, 1993): persons with learning difficulties, autism or
a condition similar to autism (group 1), persons with sig-
nificant pervasive cognitive impairment related to brain
damage acquired in adult life due to external violence or
physical sickness (group 2), and people with other perma-
nent physical or mental impairments not due to normal
aging causing significant difficulties with daily life activi-
ties and therefore a substantial need of support and ser-
vice (group 3) (LSS, 18).

All persons in these three groups are to be granted
certain social rights if they need support for their living
and their needs are not met in other ways (LSS, 7§). Prob-
ably the most important social right (and the one | will
focus on in the following) specified in LSS is the right to
PA. PA is according to LSS (9a8§) to be granted to indi-
viduals from the three categories mentioned above, pro-
vided the conditions of LSS 7§ are fulfilled, if they are be-
cause of large and consistent impairment need help with
either: (1) their personal hygiene, (2) meals, (3) getting
dressed and undressed, (4) communication with others
or (5) other assistance requiring detailed knowledge of
the person.

The right to PA is intimately linked to the so-called
AA, administered by the SSIA and jointly financed by the
state and local municipalities. AA is to be granted to in-
dividuals qualifying for PA according to the regulations
above, if they are regarded to need assistance in accor-
dance with LSS 9a§ more than 20 hours per week. Other
personal needs may be counted in as well (SSIA, 2017b).
If granted, AAis to be used by the beneficiaries to finance
their PA. AA-admission is to be re-evaluated and, conse-
quently, can be withdrawn, reduced, remain unchanged
or expanded each second year. People who are regarded
to need less than 20 hours of PA, can still be entitled to
PA fully administered and financed by local authorities
(in short, municipal PA). About 75% to 80% of all current
PA-recipients are covered by AA (SSIA, 2017a).

There is no doubt that the introduction of LSS has
sparked a tremendous rise of PA in the period 1995-2010
(see Figure 1). However, in recent years several adminis-
trative court rulings and governmental appropriation di-
rectives may have influenced the development of PAiin a
reverse direction (NBHW, 2017b; SSIA, 2017b). To assess
the impact of these recent de facto changes of the reg-
ulatory framework of PA we will discuss statistical data
concerning PA-coverage, approval rates, withdrawal de-
cisions and service intensity.

5. Analysis of the Development of PA-Coverage,
Approval Rates, Admission Criteria and Service
Intensity

Figures for the development of PA are available since
1994. They indicate that the total number of PA-
recipients (comprising both AA-recipients and recipients
of municipal PA) has increased steadily from the introduc-
tion of LSS in 1994 up until about 2010-2011. Also, the
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Figure 1. Relative number of PA-recipients, 1994—-2017. Sources: own calculations based on Statistics Sweden (2018), SSIA
(2017a) and NBHW (2017a); data from SSIA retrieved from Independent Living Institute (2018).

overall amount of admitted PA-hours has risen through-
out this period, as well as the number of hours allo-
cated per PA-recipient. Altogether, this early period of
PA-development, can be described as a period of con-
stant growth (SSIA, 2016). The main question to address
below is what happened since then.

5.1. The Relative Number of Recipients: A Proxy for
PA-Coverage

It is virtually impossible to exactly calculate coverage lev-
els for disability support schemes, since there are no re-
liable figures about the number of disabled people and
their support needs. However, assuming that there are
no major short-term fluctuations in this group, the devel-
opment of the relative number of recipients of PA (num-
ber of recipients per 100,000 inhabitants) can serve as a
proxy to grasp trends in coverage development.

The relative number of PA-recipients has risen
steadily up until about 2010-2011 (see Figure 1). From
this point of time we can see a stagnant trend until
about 2015 and a decline for the most recent period un-
til 2017. This decline is due to a shrinking number of
AA-recipients, which is only partially compensated by a
slightly rising number of municipal PA-recipients.

Can these figures be regarded as a sign of a trend re-
versal, as regards the process of defamilialization of dis-
ability support? The answer depends on whether the de-
clining number of people included in the PA-system is
regarded as an indication of declining support needs or
rather as an expression of stronger admission restrictions.

5.2. Approval Rate, Withdrawal Decisions and
Assessment Criteria

Figures on the approval rate for first-time AA-
applications strongly suggest that rather the latter is the

case (see figure 2, below). In 2005 about 70% of all AA-
applications were approved. Around 2010 the approval
rate hovered around 50%. According to the most recent
figures from January to June 2017, now only 17% of all
people seeking AA are admitted. The shrinking approval
rate is not due to a rising number of applicants. By con-
trary, the absolute number of AA-applicants per year has
been relatively stable since 2005, hovering around 2,500
applications per year (SSIA, 2017b, p. 39).

It has not only become much harder to get access to
AA for first-time applicants. Also, those who are already
covered by AA run a heightened risk to lose their AA at
the two-year follow-up checkpoints. The proportion of
follow-ups leading to AA-withdrawal has remained stable
ataround 8% in the period 2009-2016, yet it has doubled
from 2016 to 2017 according to provisional figures from
the SSIA (2017b, p. 52-53).

According to the SSIA’s own analyses (2017a, 2017b)
the development concerning approval and withdrawal
rates is mostly due to sharpened assessment crite-
ria. These have in turn partly been prompted by two
Supreme Administrative Court (SAC) rulings from 2012
and 2015. The SAC-ruling from 2012 (HFD, 2012) pre-
scribes that the need of assistance for medical self-care,
such as assistance with ostomy, catheter and enteral nu-
trition cannot be regarded as a basic need in the sense
of LSS (NBHW, 2017b, p. 19). Another SAC-decision from
2015 stipulates that only mental health problems can
constitute other assistance needs, “requiring detailed
knowledge of the person” (HFD, 2015). Therefore, for ex-
ample, the need of assistance with breathing, handling
of epileptic seizures, etc., would not constitute a PA need
according to LSS (NBHW, 2017b, p. 19). Yet another SAC-
decision from July 2017 (HFD, 2017) was expected to
drastically reduce the chances of applicants to receive
AA in the future, prescribing that waiting hours and pre-
paredness of PA-staff in between active assistance activ-
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Figure 2. Approval rate for first-time AA-applications, 1994-2017. Sources: SSIA (2017a); data from SSIA retrieved from

Independent Living Institute (2018).

ities shall not be counted when PA needs are calculated.
The government has pledged to attempt to halt the po-
tential impact of this recent court decision (Government
of Sweden, 2018).

More recently, also governmental appropriation di-
rectives calling for cost containment have implicitly en-
couraged SSIA to sharpen admission criteria. The appro-
priation directive from 2015 explicitly instructed SSIA
to “contribute to reduce the development of admitted
hours in the Assistance Allowance” (Government of Swe-
den, 2015). SSIA has also on its own become active to
tighten admission criteria for AA. Already in 2007 SSIA
specified that in the future only “very personal” needs
are to be regarded as basic needs in the sense of LSS (N&s-
man, 2016). SSIA now regards, for instance, certain forms
of motivational assistance no longer as a basic need in
the sense of LSS. When it comes to children applying
for AA, it is often argued that motivational assistance as
well as other types of assistance such as constant super-
vision can instead be expected to be a part of parents’
“ordinary responsibility” for their children (SSIA, 20174,
p. 29). Therefore, particularly children with autism or
similar conditions now run a much higher risk of non-
approval in admission or re-evaluation assessments. Yet,
the chances of approval have shrunken for all categories
covered by LSS (see SSIA, 2017a, pp. 19f).

Altogether, it can be concluded that the admission
threshold for AA has substantially been raised. Only to a
small extent the declining approval rate for AA has been
compensated by a slightly rising influx of PA-applicants
into municipal PA (see figures on municipal PA above).

5.3. Service Intensity

As we have seen above, the coverage of PA and, in partic-
ular, the admission chances for first-time PA-applicants

have been reduced in the past recent years. Looking at
intensity figures another trend can be observed (see Fig-
ure 3). The number of assistance hours granted per av-
erage AA-recipient has risen steadily since 1995, except
for the last year. Looking at overall data covering both AA
and municipal PA a slight decrease of the average service
intensity per recipient can be observed, though, since an
increasing proportion of those who get PA now must rely
on municipal PA, which per definition has a lower ser-
vice intensity.

How can we understand this trend? As said above,
in the past decade it has become harder and harder to
get admitted to AA, meaning that to an increasing extent
only those with very extensive support needs are granted
access to the PA-system. Hence, the observed trend sim-
ply mirrors the fact that PA has become more and more
focused on people who need comprehensive assistance,
whereas others are barred from access.

Altogether, the figures presented here suggest that
the current Swedish PA-system is in a critical situation.
Looking solely at long time series about coverage figures,
no dramatic changes can be seen yet. However, digging
deeper and focusing on the development of approval
rates for first-time AA-applicants and analysing recent
Administrative Court decisions another picture emerges,
suggesting that we might be witnessing the very begin-
ning of a dismantling of the universal and defamilializ-
ing character of Swedish PA. Access to AA now seems
to be reserved for those with very extensive needs of
assistance, whereas others who also may have substan-
tial support needs mostly are declined access. When it
comes to disabled children, PA is often declined with the
explicit motivation that their parents can be expected
to take care of their needs due to their legally stipu-
lated parental responsibility (Fridstrom Montoya, 2017;
SSIA, 2017b).
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Institute (2018).

6. Discussion: Possible Consequences for Agency and
Equality

The figures above reveal that a large proportion of AA-
applications are declined. In this section, we will discuss
the possible consequences of AA-decline for the agency
and the equality of the affected disabled people and
their families.

6.1. Agency

In a recent enquiry, the Swedish NBHW has analyzed the
fate of 460 disabled persons who have either been de-
clined access to AA or have experienced withdrawn AA in
the first half of 2017 (NBHW, 2017b). In this group, 40%
are children. According to NBHW'’s analyses many in this
group have considerable support needs. Nevertheless,
20% are now without any support services whatsoever.
Two thirds receive municipal PA, which, however, nor-
mally does not exceed 20 hours per week. Some receive
other municipal services, such as relief care service in the
home and short-term residential care. For most affected
persons, all these alternative services have proven to
be non-sufficient in relation to their needs of assistance.
NBHW'’s report also reveals that close relatives of disabled
people with declined AA very often have to take over a
high support responsibility, which often is conceived as
too high to be manageable. Because of that, an increas-
ing number of disabled people end up in LSS-homes. Sta-
tistical data confirm that this form of residential disability
support is on the rise again (NBHW, 20174, p. 31).

From the enquiry of NBHW and also from another
study carried out by Nasman (2016) yielding similar re-
sults, it can be concluded that AA-decline has huge con-
sequences for the agency and the life chances of many
disabled people and their relatives. The affected disabled
people often become very strongly dependent on fa-
milial support or, alternatively, they will be bound to

a residential support facility, which arguably hits their
agency even more drastically. AA-decline also vastly de-
teriorates the agency of many relatives of disabled peo-
ple with comprehensive support needs, who often are
forced to abstain themselves from active participation in
social life—including labor market participation—and to
live with the social and material consequences thereof.

6.2. Equality

What then are the consequences for equality? Here we
will distinguish between functionality related, gender re-
lated, class related and local equality.

6.2.1. Functionality Related Equality

One of the main ambitions of LSS is to further “equal-
ity in living conditions” and thus to allow disabled peo-
ple with comprehensive support needs to “live as others”
(SFS, 1993, 58). This goal has probably never been fully
met (von Granitz, Reine, Sonnander, & Winblad, 2017),
yet the rather unique universal and generous character
of Swedish PA, allowed huge strides in the right direc-
tion in the period of PA-expansion. However, in the most
recent years PA has become much weaker in terms of
universalism and defamilialization of support responsibil-
ities and, in consequence, also its agency boosting func-
tion has started to crumble. As argued above, the agency
of many disabled people and their relatives has been re-
duced because of the tightened AA-assessment criteria.
Following the argument of Sen (1992) that agency is a
major dimension of equality, this implies that functional-
ity related inequality is on the rise again.

6.2.2. Gender Equality

Given the fact that informal support is predominantly
carried out by women, it is often argued that defamil-
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ialization primarily boosts the agency of women and,
therefore, that it is an important precondition of gen-
der equality (e.g., McLaughlin & Glendinning, 1994; Ul-
manen, 2015). Yet, in the current Swedish PA-system we
are rather witnessing a refamilialization trend. Arguably,
this trend most probably implies a deepening of gen-
der inequality.

6.2.3. Class Equality

In the last decade, we have seen a rise of commercial
household services in Sweden, prompted by the intro-
duction of an earmarked tax deduction for the purchase
of these services in 2006 (Erlandsson, Storm, Stranz, Sze-
behely, & Trydegard, 2013). We know that a significant
portion of older persons resorts to these kind of services
as an alternative to home help services (Erlandsson et. al,
2013; Ulmanen & Szebehely, 2015) and there have been
rumors in the press that disabled people with declined
PA are starting to do the same. Can these commercial
services to some extent compensate for the decreased
public PA-provision?

Some social policy researchers do conceive commer-
cial personal services as a possible alternative route
towards defamilialization (Esping-Andersen, 1999; Sara-
ceno, 2010). However, the problem with this second
route of defamilialization is that it is only accessible
for the economically privileged. Only publicly regulated
services are granted universally, based on citizenship
and/or needs. Commercial services are instead allocated
after purchasing power. Figures about the consumption
of commercial services among older people reveal that
these services are indeed foremost consumed by high in-
come groups (Erlandsson et al., 2013; Ulmanen & Szebe-
hely, 2015). Most probably we would see the same situ-
ation in the field of disability support: in case of declined
or insufficient PA, only the affluent can afford to pur-
chase commercial support alternatives, but not the less
affluent, who only can resort to familial support. Hence,
we can conclude that we will end up with a segmented
defamilialization of support, if commercial services re-
place publicly administered PA to a significant extent. In
other words, the current development of PA might in the
longer run also imply a deepened class related inequal-
ity among disabled people who are excluded from AA.
People with lower education already are underprivileged
when it comes to PA-access, since they are less likely to
have the capacity to effectively claim their social rights,
in particular if they are required to take up a legal fight
against authorities.

6.2.4. Local Equality

One of the main reasons behind the introduction of AA
and the related transfer of the main admission approval
responsibility to the SSIA, was to establish a uniform
admission standard across the country (Ndasman, 2016).
Ironically, the recent development of AA forces many PA

applicants to apply for municipal PA. Yet, Swedish mu-
nicipalities employ very different admission criteria and
therefore the chances of PA applicants to be at least
admitted municipal PA differ substantially between mu-
nicipalities (NBHW, 2017b). Moreover, the possibility to
purchase commercial service alternatives varies greatly
across the country. These services tend to be available
only in densely populated areas (Erlandsson et al., 2013).
Altogether, this means that the recent sharpening of ad-
mission criteria for AA most probably also engenders
an increasing local inequality among disabled in need
of support.

7. Conclusion

The Swedish disability support system is often praised
by international observers. PA is conceived as the crown
jewel of this system. It is assumed to be universally acces-
sible for all disabled people with comprehensive needs of
assistance. Due to this assumed character, Swedish PA is
believed to effectively enable disabled people and their
relatives to lessen their mutual dependency, to boost
their agency and to enhance their social position in so-
ciety. This image of Swedish PA has been underpinned
by statistical data witnessing a constantly rising relative
number of PA-recipients from the introduction of LSS in
1994 up until about 2010-2011.

Yet, data from the past decade about approval rates
for AA-seekers as well as analyses of changed admis-
sion criteria suggest, that we might be in the wake of
a reversed development. Potential newcomers to the
PA-system meet drastically decreased chances to pass
the admission tests. Those already covered by PA run
a heightened risk to lose their PA, when their assis-
tance needs are scrutinized in their next re-assessment.
Not only disabled people with minor support needs
are affected, but also certain groups who according to
a common-sense definition of comprehensive disability
should qualify for AA, such as persons with physical im-
pairments in need of breathing assistance or children
with autism in need of motivational assistance. If this re-
cent trend continues, we might very well be witnessing
the very beginning of the dismantling of PA as a univer-
sal support system for disabled people with substantial
support needs.

There will definitely be consequences both on the in-
dividual and the societal level if this trend is allowed to
continue. On the individual level, we will see that an ever-
larger number of disabled people will have to turn to
municipal service alternatives, which do not have the ca-
pacity or quality to fully satisfy their support needs (Nas-
man, 2016). As a result, a large group of disabled peo-
ple and their relatives will be exposed to increased famil-
ial dependency, a low level of agency and consequently
reduced life chances both in economic and other terms
(Nasman, 2016; NBHW, 2017b).

In the long run, there will also be consequences on
the societal level, both in terms of inequality and eco-
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nomic sustainability. A dwindling state sponsored disabil-
ity support means more inequality (both in terms of eco-
nomic resources and agency) between disabled and their
relatives on one hand, and those unaffected by disabil-
ity on the other. Female relatives will be particularly hit
by diminished agency and therefore also gender equal-
ity will be influenced negatively. A rising proportion of
disabled people, will need to find alternative support so-
lutions. Yet, commercial service alternatives that poten-
tially can replace familial support are only accessible for
the economically privileged and thus also class differen-
tials will rise within the group of disabled and their fam-
ilies. Interestingly, the recent trend of PA-austerity can
also be questioned from a strict economic standpoint. As
Knutsson (2017) and Nasman (2016) have argued, the
economic savings from reducing access to PA are most
probably much lower than the alternative costs in terms
of shrinking employment activity and heightened depen-
dency on welfare benefits among disabled and their rel-
atives. Altogether, it can be argued that a continued aus-
terity in the PA-sector most probably will be detrimental
for both the social and the economic sustainability of the
Swedish society.

The recent trend in the PA-sector can only be re-
verted if we understand its main causes. The gov-
ernmental appropriation directive from 2015 suggests
that cost containment motives might be one important
cause behind the most recent sharpening of admission
criteria. Most certainly, vagueness in the stipulations
of LSS about what needs constitute basic needs is an-
other important cause. This vagueness has made pos-
sible the recent SAC rulings (Ndasman, 2016). Political
decision-makers will have to re-evaluate both the recent
cost containment strategy as well as the legal design of
LSS if they want to save the Swedish PA-system from
collapse. But they will have to act swiftly to get the ac-
tual development of the system back into line with the
universal and emancipatory ambition of LSS. If decision
makers rather choose to take a passive stance, the uni-
versal, empowering and equalizing PA-system that we
have come to know will disappear and will be replaced
by a more old-fashioned system, characterized by famil-
ial dependency, poor agency and much less equality—a
system that not only would be disadvantageous for the
affected disabled people and their families, but also for
society as a whole.
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1. Introduction

This contribution focuses on one particular problematic
that emerged during the course of the project Family Life
and Disability which was conducted in Iceland from 2014
until 2017. This problem concerned how to analyse some
of the odd, strange or at times even absurd evidence of
parental neglect that routinely appeared in the analysis
of our data. The dataset for this project was a national
sample of publicly accessible court documents concern-
ing permanent custody deprivation cases over the years
2002 through to 2012. This was later extended up until
the time of writing and also included further supplemen-
tary information provided to us by some parents. Our

primary, but not exclusive, focus was on cases concern-
ing parents with intellectual disabilities (ID) who had lost
custody of their children as the result of actions under-
taken by the child protection system. We contend that
a careful analysis of the documents pertaining to child
protection cases can help to reveal some of the systemic
problems underlying how child protection is practiced.
The international literature is clear that parents with dis-
abilities, particularly ID, face disproportionate rates of
custody deprivation as the result of the entrenched stig-
mas and negative perceptions held against parents with
disabilities and which excludes them from the parenting
role. We contend that disability discrimination or preju-
dice against people with ID can shape crucial decisions in
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the child protection process and this is influential at ev-
ery stage of the child protection process, from notifica-
tions, to parenting assessments, to the implementation
and evaluation of support measures and in the final de-
cisions of the cases. In this article, our goal is to demon-
strate some of the effects of these biases through a close
examination of how some evidence of parental neglect
or incompetence is produced in these cases. The analyti-
cal framework that follows is intended as an exploration
of how we may interpret these findings, as well as to in-
vite debate.

In the data collection and assessment stages of our
project we remained perplexed as to why we found such
strange evidence of parenting neglect or incompetence
predominantly in cases concerning parents with ID, and
significantly less so in cases that concerned parents in
other situations, such as parents with substance abuse
issues. We noted an almost total absence of this kind of
evidence in cases that concerned the direct and severe
abuse or neglect of children for which there was clear
and uncontested evidence that children were in immedi-
ate danger or risk in terms of their health, safety or de-
velopment. It was not until the later stages of the project
that we started to realise the possible significance of this
finding. We will present some examples of this kind of
evidence which exemplifies the patterns that we have
noted before turning to a brief case study. The first au-
thor has been involved in research pertaining to parents
with ID in Iceland for many years. During the course of
our more recent project it became apparent, during a re-
analysis of some older data, that this kind of ‘absurd’ ev-
idence about the parenting capabilities of parents with
disabilities has been a feature of Icelandic child protec-
tion for many years. This contribution will conclude with
an analysis of a previously unpublished case study which
details the struggles by two parents with ID to retain cus-
tody of their newborn child. The details are presented
through data collected through interviews with all rele-
vant parties: the parents, some extended family of the
parents, the parents’ lawyer, the municipal social worker
assigned to the case, the prenatal care and maternity
ward professionals involved, child protection workers,
the disabled persons’ ombudsman tasked to safeguard
the parents’ rights, and the psychologist assigned to eval-
uate the parents. Informed by the insights drawn from
our Family Life and Disability project and the scholarly
literature, we will argue that biases, prejudiced assump-
tions and even fears about the parenting capabilities of
people with ID play a significant role in influencing the
child protection process, the nature of the evidence col-
lected and the results of unjust outcomes and unneces-
sary custody deprivation.

2. Parenting and ID
The international literature (e.g., Alexius & Hollander,

2014; Aunos, Goupil, & Feldman, 2003; Gould & Dodd,
2014; Lightfoot, Hill, & Laliberte, 2010; Lightfoot, Lalib-

erte, & Cho, 2017; McConnell & Llewellyn, 2000; Mc-
Connell, Llewellyn, & Ferronato, 2006; Reinders, 2008),
as well as research in Iceland (Sigurjonsdottir & Rice,
2016; Traustadottir & Sigurjonsdottir, 2008), has shown
that parents with disabilities, particularly parents with
ID, face disproportionate rates of interference from child
protection authorities and significant risks of custody de-
privation. The literature suggests that fear, prejudice,
negative attitudes and discrimination play a significant
role in explaining the additional scrutiny from child pro-
tection services faced by parents with disabilities. Some
scholars (e.g. Alexius & Hollander, 2014) argue that ev-
idence of direct discrimination in child protection mat-
ters is difficult to prove, though they contend that cer-
tain practices could indeed be understood as discrimi-
natory. One example, arguably, of direct discrimination
in the Icelandic context can be found within the guide-
lines produced by the national child protection agency.
These guidelines define what is meant by neglect and
which includes leaving children in the care of a person
who is “mentally retarded” (proskaheftur) (Freysteins-
dottir, 2012, p. 8). However, the politics of disability
have been changing in Iceland and child protection prac-
tices need to reflect these changes, particularly as dis-
ability matters are increasingly framed as human rights
issues. Iceland ratified the United Nations Convention on
the Rights of Persons with Disabilities (UNCRPD) in 2016.
Article 23 concerning respect for home and the family
states that all forms of discrimination against persons
with disabilities, “in all matters relating to marriage, fam-
ily, parenthood and relationships”, need to be eliminated.
(UNCRPD, 2006). Not all parents with ID or related impair-
ments lose custody of their children in Iceland. But for
those who do, disability status is sometimes cited by the
child protection authorities as the primary reason for cus-
tody deprivation (e.g. unable to benefit from treatment
or training). However, in our experience of cases in which
low 1Q is referred to, much of the evidence as to the role
that 1Q plays in parenting is unclear, ambiguous and of-
ten indirect and inferred from a compilation from many,
often quite dubious, sources that comprise the kind of ev-
idence under discussion here. The accuracy of the instru-
ments used to predict the risks of child abuse or neglect
in general have been questioned in the literature and of-
ten fail to provide critical information on what kinds of
support are effective in specific circumstances (see e.g.
Taylor, Baldwin, & Spencer, 2008). Our contention is that
much of the evidence that revolves around the disability
status of the parent in various ways speaks more to the ig-
norance or fears held by the professionals in the system
than it does to any real danger faced by their children.
We contend that these fears colour the entire process, ex-
aggerating the weaknesses of these parents, minimizing
their strengths, and casting doubt upon the effectiveness
of support measures. As such it is very difficult for these
parents to be treated fairly by the system and to receive
the tailored and meaningful support they need to be ef-
fective parents. The child protection system need only
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demonstrate a reasonable level of ‘risk’ of neglect—not
even evidence of direct abuse or neglect—to terminate
custody. It is here where this kind of evidence plays an
important role.

3. Evidence and Absurdities

At one point in our research we began to discuss what to
do with the ‘absurdities’. Early in the process we noticed
time and time again statements in our dataset from child
protection workers, psychologists conducting parenting
assessments, and those hired to supervise and monitor
parents under investigation (known as tilsjén in Iceland)
examples of what we considered to be ‘odd’ or ‘absurd’
evidence. This included such things as the observation
there was a cat on the bed in a parent’s home, with no ex-
planation as to its significance or relevance for an inves-
tigation of parenting neglect. Or that there were finger-
print smudges on a window pane, which one would nor-
mally expect in a household with children. Or acomment
from an anonymous source that a child’s teeth were bro-
ken and in poor shape, yet a report from a healthcare
worker from the same time period made no such obser-
vation. Or a comment that there was a dresser in a child’s
bedroom full of small toys that the child had been root-
ing through, with no further explanation of itsimport and
leaving the reader adrift as to why this was problematic
and what it had to do with the matter at hand. Or the
observation that there was a ‘Russian lightbulb’ in the
parent’s living room, which in Iceland refers to a naked
lightbulb without a cover; we later discovered that this
‘Russian lightbulb’ was merely part of a lighting system
in place when the parent moved in and never used. We
could easily fill an entire article with these kinds of mun-
dane, seemingly unimportant, sometimes contradictory
and most certainly odd observations that we routinely
encountered in our project data. We initially left this kind
of ‘evidence’ of parenting neglect unanalysed, reserving
it for humorous anecdotes to be used in classrooms and
conference presentations about the difficulties that par-
ents with ID in Iceland faced during their encounters with
the child protection system. However, as we continued
to find more examples of this kind of material we began
to ponder its significance.

We consulted a legal professional, concerned that
there were matters at play that were beyond our profes-
sional knowledge base. We raised this with a professor of
law who dismissed this line of questioning because, from
her point of view, it is not relevant. A comment made in
an assessment of a home by a child protection worker
that there was a cat on the bed might be strange, but
it would never be a justification for custody deprivation
and in her view not worthy of our attention. This is in-
deed true, as none of this kind of evidence, as individ-
ual statements of fact, could ever constitute child abuse
or neglect, or be grounds for custody deprivation. Social
work in general is concerned with evidence in the form
of patterns, not isolated examples (Munro, 2008). There

is, for example, nothing in the guidelines issued by the
national child protection agency in Iceland concerning
neglect pertaining to cats on beds or smudges on win-
dows, and these kinds of observations would most likely
never prompt a notification to the system of parenting
neglect, let alone form the basis for an investigation. In
our estimation, child protection workers and case man-
agers would not see this as evidence either, but rather as
merely objective descriptions of the parents’ homes and
behaviours. Yet the extent to which we encountered this
kind of material on a regular basis continued to trouble
us, considering as well how often it appeared in cases of
parents with ID compared with other parents. Questions
remained as to why these kinds of statements were made
in the first place and deemed important enough to be en-
tered into a logbook or parenting assessment. Our tenta-
tive conclusion is that it was the disability status of the
parents that somehow allowed for this evidence to exist
and to be given the weight of significance within parent-
ing assessments and reports and which served to present
an overall image of parental neglect and incompetence.

When we encountered examples of this ‘absurd ev-
idence’ in the research process, to call it absurd would
admittedly be charitable. During our research sessions
we would shake our heads and exclaim something to the
effect that this was ‘so stupid’. Yet ‘stupid’ is hardly an
appropriate academic framework for analysis and we re-
mained stymied as to what to do with this kind of data. In
the absence of clear or direct evidence of neglect these
cases were, in our analysis, at their core about the sys-
tem’s response to parents with ID who were rendered
ineligible for the parenting role on the basis of disabil-
ity. Lacking direct or convincing evidence of neglect, the
narrative produced in order to justify and legitimate the
decision to terminate custody was a composite of differ-
ent sources of information collected during the investi-
gation and assessment process. This composite collec-
tion of seemingly trivial things in isolation served to be-
come, in tandem, the much sought after pattern of ne-
glect or incompetence.

4. Structural Violence and System Abuse

One possible analytical framework in order to under-
stand this kind of evidence and how it came to be can be
found in the work of the anthropologist David Graeber
(2012). Graeber, in his analysis of bureaucracy, does not
resist invoking the term ‘stupid’ and ‘stupidity’ in order
to understand the everyday forms of disempowerment
produced by the workings of bureaucracy, but he uses
the term in a very specific way and in conjunction with
a theory of violence. The child protection system in Ice-
land, comprised of a national level agency and a series
of local, municipal level committees, is most certainly
a bureaucratically organised system and can be argued
to exhibit many of the traits and practices that Graeber
defines as ‘stupid’. However, far from a simplistic analy-
sis or childish name-calling, Graeber develops a sophisti-
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cated analysis predicated on the notion of ‘structural vi-
olence’ that we feel aptly describes the power relations
that these parents are subjected to. Graeber’s work chal-
lenges our early assumption that the absurd evidence we
encountered was primarily the result of a lack of train-
ing, a lack of appropriate education or, simply put, a form
of incompetence or ‘stupidity’. Graeber, considering the
classic work on power and bureaucracy from Weber to
Foucault, notes that despite their differences these schol-
ars shared the assumption that this form of power was ra-
tional, ordered, purposeful and very effective. Our error
was interpreting this evidence as irrational rather than as
a different form of rationality.

Violence, like stupidity, is a common, everyday term
that in the context of the analysis that Graeber puts forth
could be easily misconstrued. Graeber is clear that vio-
lence takes many forms. It is generally accepted that bu-
reaucratic agencies routinely apply ‘force’; they make us
do things on a regular basis that we may not want to,
such as pay taxes, trim our hedges, and observe a myriad
of seemingly nonsensical by-laws. Repeated infractions
may result in warnings, fines and possibly custodial ar-
rangements for a continued lack of compliance. These
are all forms of force and Graeber contends that force
is “just a euphemistic way to refer to violence” (Grae-
ber, 2012, p. 112). While warnings or fines from a munici-
pal agency about a hedge not being trimmed properly or
putting out garbage too early or mixing paper with plastic
in a recycling bin may not appear to be a form of violence,
in this sense they can be construed as such. A court order
to permanently remove custody of child from a birth par-
ent is a clearer form of violence. In the context of parent-
ing with intellectual disability, Booth and Booth (1998)
have referred to this as ‘system abuse’, as they contend
that a system intended to protect and support vulnera-
ble families has instead wrought harm and destruction.
This often occurs in the form of low-level daily injustices
which is not reducible to a single act or actor, but which
can result in dramatic outcomes such as permanent child
custody deprivation. Following Booth and Booth, we con-
tend that the outcome of custody deprivation is only the
more observable and apparent form of this systemic vio-
lence, but the underlying process itself is comprised of
a series of more mundane forms of ongoing practices
that are not often held up for inspection. To avoid the
confusion with the common association of violence with
physical violence conducted by a human agent, social
scientists have preferred to frame this as ‘structural vi-
olence’, especially in the context of marginalized popula-
tions. Graeber summarizes structural violence, drawing
upon the earlier work of Johann Galtung (1969), as “any
institutional arrangement that, by its very operation, reg-
ularly causes physical or psychological harm to a certain
portion of the population, or imposes limits on their free-
dom” (Graeber, 2012, p. 112).

We are fully aware that the official mission state-
ment of the child protection authorities in Iceland, as
elsewhere, tasks such agencies with harm reduction con-

cerning children. If we can consider the family to be a
social-cultural institutional arrangement, the child pro-
tection system can be seen as an agent that acts against
structural violence applied toward children and this is an
endeavour that we strongly support. However, we also
need to consider the forms of structural violence that are
routinely applied toward persons with disabilities, and
parents with ID in particular, by this system that is sup-
posed to support them. What we observe in our research
are not just actions against individuals, or occurrences
within specific cases, but patterns of structural violence
against marginalized parents that share commonalities,
such as the factor of disability. We observe this occurring
on a routine basis and not just in the context of the ‘absur-
dities” under consideration here. There is a high degree
of collusion among various institutions and it must be re-
membered that many of the allies of the parents, such
as lawyers and even family, often defer to the opinions
of professionals whose voices are generally treated as
representing the official interpretation of events. There
is perhaps no greater form of violence permitted under
civil law than permanently removing children from birth
parents. It is a violent act, and one which has far reaching
consequences for the parents, their extended families,
and the children who in many cases are placed into foster
care. Placed into this framework this provides strong ar-
gumentation that permanent custody deprivation must
only occur under the most serious of situations in which
the health, security and development of children is in im-
mediate danger or with strong evidence of serious risks
of such. The analysis of structural violence also demands
arigorous and critical approach to analysing child protec-
tion practices, such as how investigations are conducted,
evidence is collected and analysed, and support is im-
plemented and monitored, especially so pertaining to
marginalized parents. It is the context of structural vio-
lence that helps to explain the existence of this ‘absurd’
or ‘stupid’ evidence of neglect and its significance, with-
out which we merely have a body of strange observations
made by those who collect information about parents on
behalf of the child protection system. It is also not helpful
to dismiss the descriptions of child protection staff and
allied professionals about cats on beds or Russian light-
bulbs as nonsensical, stupid or trivial comments, or to
dismiss the individuals who make and note these obser-
vations as less than intelligent, as they are not. Graeber
contends that it is structural violence which allows this
‘stupidity’ to exist and thrive in the first place. In our con-
text, itis the culturally patterned hostility toward parents
with ID which informs child protection work and which
in turns allows this information to be perceived as sig-
nificant and meaningful evidence of neglectful parenting.
The observations that support these views, no matter it
seems how absurd, are accepted as part of the narrative
of these parents. As Graeber argues:

It is not so much that bureaucratic procedures are
inherently stupid, or even that they tend to pro-
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duce behavior that they themselves define as stupid,
but rather, that they are invariably ways of manag-
ing social situations that are already stupid because
they are founded on structural violence. (Graeber
2012, p. 112)

5. A Case Study Example

In order to illustrate some of these processes at work,
we have decided to present in some detail a case study
that was originally collected by the first author and subse-
quently re-analysed in light of our current findings placed
into Graeber’s analytical framework. This particular case
study affords a level of detail about a specific case that
would not be apparent from court records alone as it also
draws upon interview material with all relevant parties.
It also is an excellent example of the matter under dis-
cussion and it illustrates that little has changed in Ice-
land as it exhibits the same patterns found within our
more recent dataset. Graeber argues that he does not
intend to characterise bureaucracies and their staff and
actions as ‘stupid’ in the simple sense, but that the so-
cial situations can themselves be said to be stupid in the
first place because they are “founded on structural vio-
lence” (Graeber, 2012, p. 112). Our case study appears
to fit well with Graeber’s analysis. The case involved a
couple in their twenties who became a ‘case’ when the
woman’s mother contacted the local social services seek-
ing advice on behalf of her daughter, as the couple were
having their first child and they both had mild ID and
would need some support. Before the due date, how-
ever, the mother became ill and had to have a caesarean
which resulted in her having to stay in the hospital for
10 days to recover. The case concluded with the newborn
being removed from the parents 11 days after birth and
being placed into a temporary shelter, followed by an
expedited process which led to permanent custody de-
privation; the parents’ attempts to contest the process
were not successful. Over the course of these events it is
clear that numerous factors of ‘stupidity’ led to this out-
come. Many of the professionals in their reflections upon
the case cited the lack of inter-agency cooperation as a
primary factor in the outcome. For example, the original
social worker from the municipal social services began
planning a support system to implement before the child
was born. Once the case moved from being governed
by the local social services to that of children’s protec-
tion, this form of support was no longer available under
this other system and the parents were not able to get
the kind of long-term, specialised support they needed.
In another context, the lack of inter-agency cooperation
and the lack of continuity in how a case is worked when
it moves from one agency to another could be analysed
as an outcome based upon poor planning and service
management. However, what makes this case ‘stupid’ in
Graeber’s sense is that the parents not only had to con-
tend with poorly organised services, but a deeper form of
structural violence that allowed this ‘stupidity’ to thrive

and ultimately determine the outcome of custody depri-
vation as the result of the fears and prejudices that re-
volved around the category of intellectual disability.

The lack of inter-agency cooperation certainly did not
help the situation, but in analysing the interview mate-
rial it is apparent that the prejudices, fears, misconcep-
tions, and lack of knowledge or training in this area con-
cerning ID and parenting was the significant factor which
produced a good deal of absurd evidence and all but en-
sured this kind of outcome. Where cooperation did oc-
cur, such between the parents’ lawyer and the disabled
persons’ ombudsman, this harmonious relationship (as it
was described by the lawyer) seemed to be driven by the
tacit acceptance the child would probably be better off
with foster parents due to their perception of the par-
ents’ disabilities and lack of capability. The fact that the
parents’ own lawyer and the ombudsman felt this way,
when it is their job to advocate on behalf of the parents,
illustrates the structural violence inherent in the system
that the parents had to negotiate from the outset. Both
the father and the mother’s mother commented upon
this. The latter, after describing a very formal and solemn
meeting hosted by children’s protective services, noted:
“It was so strange; it was as if our lawyer was represent-
ing the child protection service and not my daughter and
her partner. No one appeared to be supporting us”. This
is a consistent pattern in our larger experience that the
fears are so great among support professionals about the
dangers that parents with ID pose to their children that
many will favour the view of the system, tacitly or ex-
plicitly. The parents’ lawyer argued that he felt he had
no choice when confronted with reports from healthcare
workers and child protection staff but to accept their re-
sults: “As a lawyer | had to draw a line somewhere, put
away my legal power and trust professionals”. Here is an
outcome produced as the result of structural violence,
‘stupidity’ in Graeber’s specialised sense. It is of course
rational to trust professionals in one sense, but with a
close examination of the case data it is clear that this
trust is misplaced.

The analysis of the data reveals quite clearly that
there were vast differences in professional knowledge
concerning intellectual disability in general and ID and
parenting in specific. The gross injustice is that it is the
voices of those who appeared to be the least knowledge-
able that were given prominence. The professionals in-
volved, ranging from social workers to midwives, pre-
natal care nurses, to maternity unit workers, child pro-
tection staff and legal professionals all held their own
specialised disciplinary knowledge, but most either dis-
played good knowledge of the issues, or admitted their
own lack of knowledge in this area was a problem. Chil-
dren’s protective services was the only agency that con-
sistently maintained their ‘professionalism’ in this area
and did not appear to be self-critical, even when it be-
came clear that the case manager had little contact with
the parents and the staff of the shelter, tasked to surveil
and evaluate the parents, had little knowledge in this
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area as well. The initial social worker was adamant that
support measures at the least had to be between 3 to 6
months in duration to be effective, including basic sup-
port such as housing and finance, along with specialised
support for parent training and education for parents
with ID, which the couple appeared happy to receive.
With the unexpected emergency caesarean, the lack of
liaison with the maternity unit and with the social worker
out of the country at the time, a panic seemed to en-
sue within the hospital. The staff were uncertain what
to do when the parents were about to be discharged
without any apparent support measures up and running
and in place. Under pressure to move the process for-
ward, and under advice from the social worker, the mat-
ter was transferred to child protection where the only
support available under that system was a supervised flat
for training parents (which was booked at the time) or
else temporary shelter with limited contact with the par-
ents. Both options fell far short of what social services en-
visioned. Both the social worker, and an infant nurse with
experience with parents with ID, scoffed at these mea-
sures as a recipe for failure. The infant nurse commented:

| consider a three-month period in the training home
the minimum time required for these parents....All
parents with their first child need a lot of support to
learn to care for their child. Parents with learning dif-
ficulties are no different, they just need more time
and support.

What is striking is the lack of knowledge on the part of
other agencies that generally went unrecognised when
the decision was made to terminate custody. A mem-
ber of the hospital’s maternity unit, whose reports were
given significant prominence, simply did not know what
was available or even needed for parents with this kind of
impairment: “What other help and assistance could they
get outside the hospital? We didn’t know and it was ex-
tremely frustrating when social services abdicated their
responsibility”. This person continued: “Trying to assess
the case without the information and knowledge in the
field of learning disability makes the whole task enor-
mous”. Even within the child protection system it is clear
that there was little appreciation for the needs of parents
with ID. The child protection case manager described the
two workers at the temporary shelter and training facility
as ‘experienced’ yet appeared satisfied that the parents
were given only four weeks to demonstrate their capa-
bility as parents. The staff at the shelter concurred: “We
believe the training period was long enough...We don’t
believe longer time would have changed anything”.

Not only did the ignorance about what constitutes
meaningful and individually tailored support play a crit-
ical role in producing the outcomes, there was a surpris-
ing level of candidness among some of those involved
about the prejudice about ID as a factor. The parents
of course saw this for what it was and noted the pa-
ternalism with the support system as problematic, let

alone the open hostility they later encountered in the
child protection system. The father, for example, balked
at the social worker’s insistence that they needed sup-
port with things such as shopping, when he was eager
to learn about parenting. He commented: “We always
did these things by ourselves. They [social services] were
making us much more disabled than we are”. He argued,
as probably all first-time parents do, what he needed
help with was taking care of an infant: “l didn’t know any-
thing about babies but the way we were treated | feel like
they expected us to be born into the parental role”. The
lack of knowledge about intellectual disability ensured
the production of absurd statements. For example, in
the view of the staff of the maternity ward, the parents
were essentially perceived as children. As one worker
put it: “We soon recognised how they were like small
children themselves who could not assess their child’s
needs accurately...There were many things in their be-
haviour that made us feel like they were children looking
after a child”. Others, such as workers in the child pro-
tection system, perceived the mother as barely able to
articulate her thoughts. This is a markedly different as-
sessment from those with experience with persons with
ID, such as a pre-natal health specialist who described
the mother as having “slight learning difficulties”. The
child protection workers at the shelter, whose negative
assessment played a pivotal role in the custody depriva-
tion process, acknowledged preconceptions and miscon-
ceptions of the parents as playing a role in their work,
citing the information they received from the maternity
unit in specific:

The picture painted from the hospital was painted
in very dark colours, darker colours than it actually
was. It caused difficulties because we didn’t know
them [the parents] and we were told that their abil-
ity was very little and that they couldn’t learn. That
wasn't right.

Given the dominance of these views of the parents it is
unlikely that any report could possibly present an objec-
tive and unbiased view of their capabilities and support
needs. Those with more informed and progressive views
complained that they were rarely, if ever, consulted once
the case became a child protection matter.

An additional absurdity is that the disability status
of the parents was also selectively invoked or acknowl-
edged. The same workers who received the ‘dark pic-
ture’ of the parents at times insisted that they treat
them like any other parent, forgetting that these parents
may require specialised educational or training meth-
ods (“We always had to tell her exactly what she had
to do. It was not enough, like it is with most parents,
just to say you just do this or that”). This also appeared
to be the case when the parents’ legitimate frustrations
were dismissed or misinterpreted. Throughout the case
there was constant evidence that the parents were get-
ting mixed messages about breast-feeding, or not; when
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to hold the child and how, or not. This would be con-
fusing for any new parents, let alone for parents of an
infant they only had limited access to and during which
time they were under intense scrutiny (“We were watch-
ing them all the time, especially her, we just sat the
whole day watching her”, said a shelter worker). Not
only was the factor of ID at times selectively forgotten,
and the artificial scenario under which they were sup-
posed to demonstrate parenting skills, so was the ba-
sic context itself. Two weeks after giving birth to her
first child under difficult circumstances, the mother was
struggling with numerous and powerful bureaucratic en-
tities that threatened to permanently remove her child,
all the while she was still recovering from a major opera-
tion and fatigued. Only the driving narrative that she was
ineligible for the parenting role as the result of her im-
pairment itself could explain this lacuna within the child
protection system concerning her situation. The contin-
ued complaints that the mother was withdrawn, listless,
passive, and lacked energy played a significant role in the
final outcome (said a shelter worker: “We would not have
trusted her to be alone with the child, in the beginning
she couldn’t carry it up the stairs”) and there was little
attention paid to the context under which these obser-
vations were produced.

6. Concluding Remarks

The end result of this case, like many others we have
analysed over the course of our larger project, arose as
the result of numerous factors, but the link which bound
these factors together is the negative and fearful per-
ception of intellectual disability and parenting. We are
not suggesting that the system should not respond to
parents with support needs; quite the contrary. The sys-
tem also needs to respond to international human rights
treaties that Iceland is a party to, such as the UNCRPD,
which calls for the elimination of discrimination against
person with disabilities “in all matters relating to mar-
riage, family, parenthood and relationships” (UNCRPD,
2006). But it is clear that inter-agency cooperation and
human rights treaties are not enough if key actors within
the system lack knowledge and experience in this area,
and the lack of knowledge is filled with shared preju-
dices and misconceptions. A ‘stupid’ outcome, in Grae-
ber’s (2012) sense, is inevitable without the willingness
to be critical and to interrogate preconceptions and prej-
udice. Above all, there needs to be a recognition that
the process can be a form of system abuse and a prod-
uct of structural violence. This was well put by the par-
ents’ lawyer from the case study who commented: “I be-
lieve the parents needed trauma counselling at the hospi-
tal when the child was taken temporarily and then again
at the final custodial removal stage.” Trauma is, by def-
inition, a sudden physical or psychological shock as the
result of a form of violence and trauma is what these
parents experienced. Without an honest interrogation of
how the child protection system, broadly speaking, re-

sponds to parents with ID, as well as other marginalised
groups, child protection will remain to be a deeply flawed
and problematic process.
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1. Introduction

We start with a seemingly simple problem, that of en-
suring that disabled people who need hospital care in
the UK receive fair and equal treatment. In the UK, the
Equality Act 2010 imposes duties on organisations and
service providers to ensure that disabled people are
not discriminated against or treated less favourably than
non-disabled people (Equality Act, 2010). For example,
within the context of health care, the Equality Act 2010
provides disabled people with protections against being
denied access to services, or receiving poor care, be-
cause of their disability. One protection is that health
care providers must make changes or ‘reasonable ad-
justments’ to their existing practices to ensure that dis-
abled people do not experience ‘substantial’ disadvan-
tage. The Act provides an ‘anticipatory’ duty, for example

by ensuring that the general environment is accessible
to the range of people likely to need hospital care, with
wheelchair accessible buildings and clear signage. In ad-
dition, there is a requirement to respond to the needs
of individual disabled people, by, for example, chang-
ing the timing or length of an appointment, or ensur-
ing that a family member can be involved in a disabled
patient’s care (Equality & Human Rights Commission,
2015; MacArthur et al., 2015). Despite the legal frame-
work of the Equality Act 2010, however, it is known that
there remain significant inequities for disabled people
throughout the UK health care system, including issues
with transport, waiting lists, and additional health care
cost implications (Sakellariou & Rotarou, 2017; Tuffrey-
Wijne et al., 2014), and delays in diagnosis and treat-
ment, such as for people with intellectual disabilities
(Heslop et al., 2013).
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In this article we are interested in how hospital prac-
tices, and adjustments to those practices, are experi-
enced by disabled people, at the embodied level of their
physical and emotional experience. As became evident
from our research, disability-related needs were often in-
visible or, notwithstanding the legal protections in place,
ignored within the hospital system, and thus a major is-
sue for disabled patients was the need to repeatedly ad-
vocate for themselves and explain their needs to staff.
It is not always easy to know who counts as disabled,
and the act of declaring or disclosing a disability is tightly
bound up with the experience of being a patient in a hos-
pital. We shall therefore provide next a brief overview
of how the definition and meaning of disability can be
shaped by cultural and systemic factors, before turning
to an explanation of the social practice theories on which
this article is based.

Although disability theorists are widely united in op-
posing a deficit model of disability (Oliver, 2013; Thomas,
2004), the turn towards a social model of disability is not
always sufficient, given that disability is a fluid, context-
related concept. Disability ‘identification’ is often prob-
lematic, and fraught with conflicting narratives, including
those of disabled people themselves. Despite positive af-
firmations of disability pride (Swain & Cameron, 1999),
the identity of ‘being disabled’ is far from straightfor-
ward. Rejection of the disability identity is common, with
many people with specific impairments refusing to see
themselves as disabled (Watson, 2002). We explore iden-
tity in this article as an ongoing ‘becoming’ rather than as
a one-off event. Disabled people themselves have fore-
grounded the interrelations between impairment effects
and disability, which result in limitations, pain or difficul-
ties, irrespective of the outer social world (Crow, 1996;
Shakespeare, 2006). Further, the identity of ‘being dis-
abled’ is closely dependent on social class, circumstance
and on legal protections (see Williams, Swift, & Mason,
2015). Those protections afforded by the Equality Act
2010 raise particularly problematic issues for identifica-
tion, since an individual is only protected against ‘discrim-
ination arising from a disability’ (section 15) if the organ-
isation knew or could reasonably have been expected to
know that they had a disability (section 15, subsection 2).

In this article, our aim is to apply social practice theo-
retical approaches, in order to better understand the dis-
abling situations created by hospitals. The turn towards
social practices (Reckwitz, 2002; Shove, Pantzar, & Wat-
son, 2012) directs the attention of social scientists to-
wards the material, interconnected and ‘ordered’ ways
in which things get done in everyday life, including within
hospitals (Blue & Spurling, 2017). Practices in this sense
are not just the activities of practitioners or health care
workers, but are simply the human activities in which
we all may engage, and a social practice approach helps
us to appreciate in more detail how practices are consti-
tuted, and how they could evolve or be changed to be-
come more enabling. Shove et al. (2012) argue that so-
cial practices are influenced by three interconnected sets

of elements: materials, competence and meaning. Ma-
terials are the tangible components that are implicated
within a social practice. Competence refers to people’s
capability or knowledge to engage in a social practice.
Meaning is the understanding and value people have of
a social practice (e.g., an awareness about what is ac-
ceptable in this context). All these features that come to-
gether to make up a particular social practice will have
an influence on how people feel about themselves, how
they give meaning to their experience, and ultimately on
how they identify or include themselves within partic-
ular practices. For instance, Lamont-Robinson, Williams
and Thompson (2018) have shown in a different con-
text how objects may be significant in shaping people’s
decisions and actions within individual practices, which
in turn are then ‘continually shifting and re-developing’
(Lamont-Robinson et al., 2018, p. 2). When someone en-
ters an environment where things are done in ways that
do not include their own needs or perspectives, then the
material elements of that practice (in this case, maybe
waiting rooms, complex written information, or medi-
cal equipment) combine with the human interactions in
that environment, to create what is often a negative, dis-
empowering and ‘misfitting’ experience. Robillard (1999)
observes in detail the disabling effect of encounters in
an intensive care unit for someone who cannot commu-
nicate because of paralysis, and using an ethnomethod-
ological lens (Garfinkel, 1967), he shows how such en-
counters impact on his own emotions and identity as
an academic.

These ideas have started to resonate for disabil-
ity theorists interested in how disabled people interact
with an environment that may not be suited to their
bodies or needs (e.g., Abrams, 2016; Garland-Thomson,
2011; Titchkosky, 2008, 2011). Even when the environ-
ment is ‘adapted’ to be made more accessible (Lamont-
Robinson et al., 2018), individual disabled people can ex-
perience their own impairments in both positive and neg-
ative ways. Thus, a social practice argument would sug-
gest that the experiences of disabled people in hospital
can be influenced by a myriad of factors, both internal
and contextual.

Our focus in this article is therefore both on the prac-
tices themselves, but also on the emotional impact of
those practices, revealed through the lens of individual
disabled people’s narratives. As Goodley, Liddiard and
Runswick-Cole (2018) note, in their exploration of the-
ories of affect, ‘[t]he turn to affect is not simply about
addressing a missing psycho-emotional dimension in so-
cial theory. Affect theory responds to the ways in which
affects are mobilised by economic and cultural forces’
(Goodley et al., 2018, p. 199). The meaning associated
with one’s own condition or disability is tightly bound up
with the social experiences and material arrangements
of a particular context (Titchkosky, 2011), such as a hos-
pital where a disabled person may be a patient. Being dis-
abled in hospital may therefore be a complicated process
for many reasons, as it may shape, and be shaped by, dis-
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abled people’s overall experience as a patient and how
staff respond to them. For example, the very notion of a
‘reasonable adjustment’ in hospital care can be problem-
atic if it singles out a disabled patient as non-normative
or as a ‘misfit’ (Garland-Thomson, 2011).

This article was written in 2017-2018 at a time of
huge pressure in the UK health care system, particularly
within hospitals in England, with frequent media reports
about the difficulties experienced by patients and hos-
pital staff. That is why it is important to reflect here on
the ways in which the ideas about social practices may
help to identify low-cost solutions which are based on
creative changes to existing practices. Social practices do
not exist in a vacuum, but in general they are tightly in-
terconnected (Blue & Spurling, 2017), and understanding
those connections can be a key to better practice for all.
Disabled patients’ needs may be specific and individual,
but their solutions may well be of universal benefit.

Moving back specifically to the relationship between
disability and hospital care, we start from the position
that disabled people, like others in the population, have
needs for health care services (Burns, 2017); however,
they may have additional health care needs associated
with their impairments. For instance, when compared
to individuals without an impairment, disabled people
are more likely to experience chronic pain and arthritis
(Havercamp, Scandlin, & Roth, 2004), and require more
use of health care services (Allerton & Emerson, 2012).
People with intellectual disabilities are also more likely
to have health comorbidities than others in the popula-
tion, such as epilepsy (Cooper et al., 2015; Marriott &
Robertson, 2014). Therefore, it is necessary not just to
know and record the health service needs of disabled
people, but to also understand how social practices inter-
connect with, and shape their experience of accessing ad-
justed health care. In this article we will seek to explore
further disabled people’s accounts of accessing hospital
care in England, and highlight how their experiences and
feelings are affected, both by existing standard hospital
practices and also by the personalised adjustments made
for them.

2. Overview of Study

The study data on which this article draws comes from a
wide programme of research which is co-produced with
disabled people’s organisations (Williams et al., 2018),
seeking to understand and challenge disabling social sit-
uations from several different domains of life. For this
study, we have been analysing provisions of reasonable
adjustments within the National Health Service (NHS) in
England. We have taken a mixed-methodology approach,
incorporating data from a variety of sources, such as an
audit, online surveys and interviews. In our study we
are interested in looking at systems of care from a so-
cial practice perspective (Blue & Spurling, 2017; Williams
et al., 2018). We suggest that any hospital has a stan-
dard way of ‘doing things’, which can shape not just how

hospital staff and patients interact with the service, but
also disabled people’s experience as patients. Therefore,
this study sought to understand disabled people’s expe-
riences of how they interact with, and are affected by,
existing hospital practices.

This article focuses solely on twenty-one qualita-
tive interviews with disabled adults who volunteered to
share their story of a recent hospital experience. All par-
ticipants who took part did so on the basis that they
already self-identified as disabled. We did not require
our participants to discuss their impairments in the in-
terviews, however, the experiences they shared indi-
cated that they had personal experience of a range of
impairments (e.g., sensory impairments, physical impair-
ments, mental health conditions, and intellectual disabil-
ities). The sample consisted of twelve women, and eight
men, with the remaining interview completed by a hus-
band and wife collaboratively who both identified as dis-
abled. People were recruited from a broad range of lo-
cations across England. The semi-structured interviews
from which data were gathered asked participants to de-
scribe the stages of their hospital visit in the style of
a ‘journey’, starting from before they arrived, and fin-
ishing at when they left hospital. Each interview was
completed with the disabled person at their own home
(n = 14), or by telephone (n = 7), and lasted approx-
imately one hour. Interviews were recorded and tran-
scribed, anonymising all names and details. The study
received ethical approval from the Faculty of Social Sci-
ences and Law Committee for Research Ethics, University
of Bristol.

2.1. Analysis

We first read all our interview transcripts multiple times,
and coded our data using ‘process coding’ (Saldafia,
2015), which aims to highlight the actions and prac-
tices on which experiential accounts are based, such
as the social practices that disabled people and health
care staff ‘do’ within a hospital setting. The interviews
were then analysed using thematic analysis (Braun &
Clarke, 2006), which involved collating recorded process
codes of similar meanings, and relating these to each
other. This in turn, led to the construction and shaping
of larger cross-cutting themes describing broad hospital
practices. Process codes and themes were modified as
new ideas emerged from the interviews. The lead au-
thor self-identifies as disabled, and has significant per-
sonal experience of accessing UK health services. His
lived experience was used to help understand and inter-
pret the findings. Collaborative discussions with others
in the team also took place to refine and confirm the re-
ported themes.

In the forthcoming section we will organise our find-
ings under four types of social practice which emerged
from the data: 1) being alerted to disabled people and
their needs; 2) getting to and from hospital; 3) accessing
‘gsood’ information; and 4) getting what disabled people
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came for (i.e., the purpose of their hospital visit). Sub-
stantial quotations are included, so that we can reflect
on the detail of emotion, reaction and embodied experi-
ence expressed by disabled people who have been hos-
pital patients.

3. Findings
3.1. Being Alerted to Disabled People and Their Needs

In order to explore the experiences of disabled people,
we first need to understand the terminology used by hos-
pitals about their systems to become aware of disabled
people and their needs. The first is what we call here
‘identification’, which is where hospital staff recognise
that a patientis disabled. To achieve this, disabled people
could describe the issue they face, naming it as a particu-
larimpairment, and subsequently ask for support, or this
could also be accomplished on their behalf by a health
professional or a family member or carer (Tuffrey-Wijne
et al., 2013). The second is ‘flagging’, which involves for-
mally marking patient records in order to alert hospital
staff to a patient’s disability, such as by adding a ‘flag’
or some other form of notification to patient records or
notes; or having the patient carry a specific document
describing their personalised information (Tuffrey-Wijne
et al., 2013). While identification can take place without
flagging, flagging cannot take place without prior iden-
tification that the person is disabled. Collectively then,
the many ways of being alerted to the needs of disabled
people expose a number of hospital social practices that
shape how an individual patient engages with the ser-
vice, and participants in this study did not necessarily ex-
perience these processes in the same way as the profes-
sional logic, nor the hospital’s duties under the Equality
Act 2010, would imply.

When considering the reasonable adjustments
needed by an individual patient, that person must first be
identified as disabled, which may be a daunting process
in and of itself. One woman explained that while she wel-
comed her personal needs being identified, she felt that
other disabled people might have reservations in identi-
fying as disabled within the health care environment.

(9) Well, it’s pretty obvious | am disabled, you
know....But...it does need some flagging up. Certainly
unseen disabilities....But | suppose, yeah, there are
some that have got things wrong that they don’t want
people to know.

This individual’'s example also highlights that hospital
staff may be more able to recognise people with visible
impairments, who self-identify, when compared to peo-
ple with less visible impairments. Therefore, the typical
identification procedures of hospitals may also influence
disabled people’s decisions to identify, since deciding to
tell someone about a disability is made far more straight-
forward if that knowledge is shared from the outset.

Regardless of how a disabled person’s needs are iden-
tified, in order for an individual’s care needs to be met
effectively, practices have to incorporate and respond to
these needs. If hospitals do not have appropriate prac-
tices in place, this makes the process of identifying for
disabled people potentially meaningless. Participants dis-
cussed how at times, hospitals may not be effective at
accommodating disabled people’s needs, even following
identification. For example, one man described:

(16) So, my biggest complaint is that the fact that
I'm disabled has no significance whatsoever in the
system. Whatsoever. They are not really bothered
about you being disabled. You’re just another patient,
aren’t you?

A similar story was reported for methods of formal flag-
ging systems, where participants discussed how their
disability and needs for adjusted care may not be rou-
tinely recorded, or that hospital staff may not adapt their
practice to accommodate this flag. For example, one
woman described:

(11) Some people seem to have a record of it when
I go in, and other people don’t. Yeah, so it seems as if
sometimes...people don’t notice that it’s there, either,
when it’s written.

3.2. Getting to and from Hospital

Hospital practices go beyond simply identifying the rea-
sonable adjustment needs of disabled people—they
shape whether and how these reasonable adjustments
are enacted. Take for example, getting to or from the hos-
pital doorway. This of course involves a journey for every-
one, generally using some form of motorised transport,
such as an ambulance or a relative with a car. The act of
getting to hospital involves numerous connected social
practices, such as planning the journey, using a particu-
lar method of transport, and parking. Each of these social
practices, and the people that are involved within them
(e.g., disabled people and staff), are connected, and must
work together effectively to ensure a positive experience.
A common experience for our participants was that ac-
cessing hospital transport was problematic for several
reasons, such as the service not being wheelchair accessi-
ble, or that journeys often ran to tight schedules, or took
along route in order to pick up multiple passengers. One
woman commented:

(8) If you go with a friend, you can say, ‘Can we go
really early, to have time to prepare myself when I'm
actually there...not running in at the last minute?’ But
with the hospital cars provided, they do cut it quite
fine. And that was a problem to me.

Thus, if participants decided to use hospital transport,
in order to ensure that their individual needs were met,
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they relied heavily on the sensitivity and knowledge
of staff involved, which was not always evident. One
woman described:

(6) I know now, but | didn’t know at the time, when
| started first getting transport, | just thought, Oh, I'm
safe. I've got an ambulance driver. And I'm sure these
people that have had heart transplants and lung trans-
plants felt the same. But they [ambulance driver] are
not. All they are is they’ve had first aid.

The practices involved in getting to hospital are a key
example of how the interconnections between different
players are vital to a patient’s experience of fitting or mis-
fitting into the hospital system. This was also true for dis-
abled people making their own journeys to hospital inde-
pendently, with one participant noting the expectation
that she would have to announce her arrival, while in-
conveniencing other drivers:

(3) One of the things that happens then is...there’s
a barrier to actually get into the car parks....I have a
car which | load from the back with a ramp that goes
down, and it fixes, because I drive from a power chair.
So, I'm fixed in, and I’'m not terribly tall. So, | can’t
actually reach to press the button to release the bar-
rier. We've had a conversation about that with the
[Trust]...[their] idea is that they should put a note on
the barrier with a phone number, so that | would
phone to let them know that I’'m outside. That doesn’t
work really, because you’re out of pocket anyway, for
the phone call, and you cause a blockage for every-
body behind.

3.3. Accessing Good Information

The point at which people accessing hospital care ‘be-
come’ patients is potentially problematic as this can re-
sult in some conflicted feelings about a person’s own
identity and how they will be treated (Sokol, 2004). This
is especially true for disabled people, and study partic-
ipants expressed concerns about hospital processes for
receiving and sharing information about their care. Peo-
ple wanted clear and understandable information and
at times, reported that this was not forthcoming. They
spoke of their need for adjusted information, and their
struggles in obtaining this, with one participant highlight-
ing that hospital staff may not necessarily understand
how to provide accessible information for disabled pa-
tients: (4) “When you do get there...they don’t know that
they candoitinlarge print”. This, in turn, may create feel-
ings of disempowerment: (2) “I’'m not the boss any more.
I am kind of like a—I’m a nobody. Because I’'m sat down
here, and all this conversation’s going over my head.”
However, there was also a fear that one’s disability
could result in patronising treatment. One participant
with a visual impairment pointed out that information

she received from hospital staff may be unnecessarily
over-simplified, explaining that: (5) “I've got a degree,
and a postgraduate qualification, and a whole working
life at senior level behind me. And it’s offensive to be spo-
ken down to.” Another participant expressed concern at
being seen as a difficult patient, because of a need for a
specific format of information:

(12) The endocrinology departments...they send let-
ters like so small print....I don’t even ask large print
anymore, because they, they already are not really
helpful medically....I don’t want to risk them not lik-
ing me....I don’t want to be the difficult patient.

Entering a hospital for any patient is often associated
with some anxiety, especially if one is being tested for a
particular condition, or when the outcome of treatment
is risky or unknown. However, this anxiety can be exac-
erbated for disabled patients who may need reasonable
adjustments to how information is provided about their
treatment. There were many examples from participants
about how they felt they were not kept informed of their
treatment, which at times caused anxiety. A common
practice which our participants reflected on was that of
sitting in a reception area, and waiting for their name to
be called, or for their professional to come along. One
man described feeling forgotten while waiting for a spe-
cialist, as his visual impairment meant that he experi-
enced difficulty in seeing what was going on or how the
appointment process was working:

(20) These appointments take two, three, even some-
times four, five hours, you know....So that’s a shame,
because while you’re waiting...you’re...thinking, did,
did they [forget] you...so...from then it’s like a big,
big stress.

Such negative experiences can contribute to a sense of
isolation reported by many of our participants. For exam-
ple, another participant described:

(11) | mean there are lots of different kinds of situ-
ations where that could be the case for any disabil-
ity, where, because of the adjustments you need, and
they’re not in place, you suddenly feel very isolated
from what’s going on. And on the day of an operation,
or in any health situation, | think the last thing you
want is to feel alone and isolated.

In this sense, effective communication was highly valued
by participants. Adjusting practices to include time for
personal communication may seem difficult to achieve,
but much of this is about paying attention to the person.
For example, one woman described: (7) “They [hospital
staff] treated me alright. When | was an in-patient, and
also before, the consultant was good. He was saying all
the things that [were] going to happen.”
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3.4. Getting What You Came for

The notion of making a ‘reasonable adjustment’ can im-
ply a rather straightforward arrangement, whereby a
practice that was previously inaccessible or difficult to
access, is simply made accessible. However, our partic-
ipants described some complex interactions between
their own experiences of pain or fear, their disability-
related needs, and the actual procedure for which they
had entered hospital. Some disabled people described
how they felt they became ‘objects’, and thus their rea-
sonable adjustment needs were ignored by health pro-
fessionals. One participant with a physical impairment
described how he was required by a medical professional
to manually move himself on a hospital bed, and given
the nature of his impairment, this was not something he
was able to do independently. He described how his spe-
cific needs were therefore disregarded:

(15) She [health professional] said, ‘Well he can walk.
He can walk. He can walk there, can’t he?’ And | said,
‘Well yeah, | can walk’. She said, ‘Start getting un-
dressed’...there was no sort of realising that | actually
needed somebody in there.

The result of problematic hospital practices was, on oc-
casions, that disabled people were made to feel embar-
rassed at being the cause of chaos or confusion, and
this concern was exacerbated by the verbal comments
of staff. For example, one participant who required use
of a wheelchair to attend his hospital appointment, dis-
cussed the following experience:

(18) Once they’d got me onto the bed, then they had
to move the wheelchair themselves, and with pow-
ered wheelchairs, you can disengage the motors and
it acts like a manual wheelchair. But to try and tell
someone how to disengage...plus | had a respiratory
mask on. So, they can’t understand you, and then they
try to operate it by...the power stick. And of course,
the wheelchair goes in opposite direction, it’s banging
against very expensive equipment, running over peo-
ple’s toes, they’re making comments about, ‘Oh, this
wheelchair’, you know, and you feel very much that
it’s your fault. That you’ve brought your wheelchair in,
that you need.

Other participants spoke about how they had to go
through hospital procedures that were not suited to
their individual needs. For instance, one participant with
a physical impairment described having to complete
a lengthy assessment, and she became extremely dis-
tressed because of the discomfort this caused.

(6) 1 was expected to climb on this bike. As far as they
were concerned, they had a job to do, and they had to
get me on the bike first, and then inject me, and then
tell me to be doing all this cycling. And it was too high;

I thought | was going to fall off all the time.

In addition, screens, monitors and other equipment and
artefacts representin some respects the mystique as well
as expertise of the medical profession, and could result
in the patient becoming side-lined by the practitioner.
While this may be so for any patient, this aspect of hos-
pital practices can be particularly problematic for a dis-
abled patient. The above participant added the following
example in relation to her hospital procedure:

(6) But the whole experience that particular day was,
the chap that was doing the diagnostic test was so [en-
thralled] with what he was doing, looking at the heart
and all this on the telly, it was almost as if he’'d just
blotted me out. Because | was crying on the table for
ages, and he was just carrying on. And he was teach-
ing another student. So, he was really teaching her, so
he wasn’t really able to deal with me.

Because of her evident distress, she was told she did not
have to undergo the next level of tests, even though she
was aware that others were having the full procedure,
and so she left hospital not knowing whether the tests
had been fully completed and whether accurate results
would be recorded. Fear and panic associated with dis-
ability needs can thus exacerbate, and be exacerbated
by, the feelings of anxiety about the procedure itself and
its results.

Nevertheless, episodes of care were not always prob-
lematic. Some participants reported how they valued be-
ing viewed and treated by their health providerin a more
‘human’ way. For example, one woman noted how her
health care provider understood that being a disabled pa-
tient was one aspect of her multiple identity roles, which
in turn, allowed her health care to be individualised to
meet her specific needs:

(10) Now the doctor in charge there was a fantastic
lady...she spontaneously said, “Would you like your
daughter to come in and meet with me? Would you
like her to have a tour?’” And | was like, ‘No, she’s
fine, we’ve dealt with it all’. But | thought that was re-
ally intuitive, and that was really meeting the needs.
Because...if | had...been worried about my daugh-
ter....I wouldn’t have been able to cope....I wouldn’t
have been able to make the most of my treatment...so
I think you’re not just a patient, you're also a mother, a
father, an employee, a neighbour. You know, you have
other aspects to your life, apart from the fact that
you've got that disability....And | thought that was re-
ally good, that she met that need by responding to
that human need, or that need as a mother.

4. Discussion

The findings reported in this article represent poten-
tially difficult experiences for disabled patients who need
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to request adjustments to meet their individual needs,
but misfit within a relatively intractable system not de-
signed to fit individual circumstances. These experiences
appear to breach both the letter and the spirit of the
Equality Act 2010. The extent to which knowledge and
implementation of Equality Act duties are embedded
within social practices in health care settings requires fur-
ther research.

The image of the disabled woman at a car park bar-
rier, unable to move forward, is a symbol maybe for how
several participants felt about their hospital experience.
It is important to note, however, that our account in this
article cannot be generalised to all disabled people, but
should be read as a qualitative enquiry into the connec-
tions between a set of practices and the personal expe-
riences of being a patient in hospital. What we have out-
lined in our analysis is how each stage of the hospital jour-
ney includes practices which can be disabling—or can be-
come more enabling. Problems arise when things are de-
signed in such a way that disabled people are forced to
confront their difference, and to make that difference vis-
ible to others. As we have seen, this can become a prob-
lem in itself, resulting in disabled patients feeling guilty,
anxious or just frustrated. Further, the interaction be-
tween being a patient and being a disabled person can be
problematic, when people feel they are perceived as dif-
ficult. Being a ‘good patient’ (Sokol, 2004) is associated
with passivity and acceptance of the expertise of the
medical profession. It seems then, that disabled people
may have to navigate a difficult balance between main-
taining the positive integrity of their role as a disabled pa-
tient, while also responding to disabling social practices
that may challenge that integrity, in order to obtain good
support. All this requires considerable emotional work,
at a point when arguably one’s focus should be on one’s
own health. The Equality Act 2010 legislation, intended
to mitigate or remove disabling practices seems, on the
face of these personal accounts, to have had little impact
on day-to-day experiences.

How then can social practice theories allow us to
analyse and shift the practices in hospital care? Blue and
Spurling (2017) take a historical approach to the analysis
of change in the interconnected practices within hospi-
tals, arguing that there is a ‘connective tissue’ which in-
cludes time management and materiality, binding prac-
tices together in a hospital. For instance, a patient’s
records and indeed their disability-related needs, may be
one form of materiality which is shared between differ-
ent departments and professionals in a system. While
that interconnection of material elements in a practice
may be important, this article has also shown how values
and meanings are contained in the interactions with dis-
abled people in hospital. In a negative sense, that value
system can become apparent when a patient is made
to feel that their individual needs are secondary to the
needs of the technology or the medical procedure. Robil-
lard (1999), like some of our own participants, was often
made to feel that he constituted the problem, and that

he was positioned as powerless by the failures of commu-
nication which went on around him. Unfortunately, the
very notion of a ‘reasonable adjustment’ can also have
this effect, as we have seen in this article, since the dis-
abled patient is made to feel different and problematic.
Thus, a social practice approach might be relevant not
just to the provision of reasonable adjustments them-
selves, but to an understanding of how such adjustments
might be made routinely within a more fluid or patient-
centred system while ensuring compliance with specific
legal duties. In practical terms, what we are suggesting
is that any institutionalised or professional practice can
be open to change, that human rights legislation can and
should make a difference to those practices, and that a
positive way forward is to focus on understanding the ex-
periences of disabled patients themselves.

Acknowledgments

This work was supported by a grant from the Economic
and Social Research Council (ES/M008339/1): ‘Tackling
Disabling Practices: co-production and change’. We also
wish to thank our advisory group of disabled people, who
have helped us with shaping the study, and the materials
we used.

Conflicts of interest
The authors report no conflicts of interest.
References

Abrams, T. (2016). Cartesian dualism and disabled phe-
nomenology. Scandinavian Journal of Disability Re-
search, 18(2), 118-128.

Allerton, L., & Emerson, E. (2012). British adults with
chronic health conditions or impairments face sig-
nificant barriers to accessing health services. Public
Health, 126(11), 920-927.

Blue, S., & Spurling, N. (2017). Qualities of connective
tissue in hospital life: How complexes of practices
change. In A. Hui, T. Schatzki, & E. Shove (Eds.), The
nexus of practices: Connections, constellations, prac-
titioners (pp. 24-37). Oxford: Routledge.

Braun, V., & Clarke, V. (2006). Using thematic analysis in
psychology. Qualitative Research in Psychology, 3(2),
77-101.

Burns, N. (2017). The human right to health: Exploring
disability, migration and health. Disability & Society,
32(10), 1463-1484.

Cooper, S.-A., Mclean, G., Guthrie, B., McConnachie, A.,
Mercer, S., Sullivan, F., & Morrison, J. (2015). Multi-
ple physical and mental health comorbidity in adults
with intellectual disabilities: Population-based cross-
sectional analysis. BMC Family Practice, 16(110).
doi:10.1186/s12875-015-0329-3

Crow, L. (1996). Including all of our lives: Renewing the
social model of disability. In C. Barnes & G. Mercer

Social Inclusion, 2018, Volume 6, Issue 2, Pages 74-82

80



& coGITATIO

(Eds.), Exploring the divide: lliness and disability (pp.
55-72). Leeds: The Disability Press.

Equality Act (2010). Equality Act 2010. London: The Sta-
tionery Office Limited.

Equality & Human Rights Commission. (2015). Your rights
to equality from healthcare and social care services.
Equality Act 2010: Guidance for service users (Vol. 4).
London: EHRC.

Garfinkel, H. (1967). Studies in ethnomethodology. Cam-
bridge: Polity Press.

Garland-Thomson, R. (2011). Misfits: A feminist materi-
alist disability concept. Hypatia, 26(3), 591-609.
Goodley, D., Liddiard, K., & Runswick-Cole, K. (2018).
Feeling disability: Theories of affect and critical dis-

ability studies. Disability & Society, 33(2), 197-217.

Havercamp, S. M., Scandlin, D., & Roth, M. (2004). Health
disparities among adults with developmental disabil-
ities, adults with other disabilities, and adults not re-
porting disability in North Carolina. Public Health Re-
ports, 119(4), 418-426.

Heslop, P., Blair, P.,, Fleming, P., Hoghton, M., Marriott,
A., & Russ, L. (2013). Confidential inquiry into pre-
mature deaths of people with learning disabilities
(CIPOLD): Final report. Retrieved from http://www.
bris.ac.uk/media-library/sites/cipold/migrated/doc
uments/fullfinalreport.pdf

Lamont-Robinson, C., Williams, V., & Thompson, T.
(2018). Pitching perspectives on disability: Voyage ex-
periences of disabled sailors on tall-ships. Scandina-
vian Journal of Disability Research, 20(1), 102—-110.

MacArthur, J., Brown, M., McKechanie, A., Mack, S.,
Hayes, M., & Fletcher, J. (2015). Making reasonable
and achievable adjustments: The contributions of
learning disability liaison nurses in ‘Getting it right’
for people with learning disabilities receiving general
hospitals care. Journal of Advanced Nursing, 71(7),
1552-1563.

Marriott, A., & Robertson, J. (2014). Making reason-
able adjustments to epilepsy services for people with
learning disabilities. London: Public Health England.

Oliver, M. (2013). The social model of disability: Thirty
years on. Disability & Society, 28(7), 1024-1026.

Reckwitz, A. (2002). Toward a theory of social practices: A
development in culturalist theorizing. European Jour-
nal of Social Theory, 5(2), 243-263.

Robillard, A. B. (1999). Meaning of a disability: The lived
experience of paralysis. Philadelphia, PA: Temple Uni-
versity Press.

Sakellariou, D., & Rotarou, E. S. (2017). Access to health-
care for men and women with disabilities in the

About the Authors

UK: Secondary analysis of cross-sectional data. BMJ
Open, 7(8). doi:10.1136/bmjopen-2017-016614
Saldafia, J. (2015). The coding manual for qualitative re-

searchers (3rd ed.). London: Sage.

Shakespeare, T. (2006). Disability rights and wrongs. Lon-
don: Routledge.

Shove, E., Pantzar, M., & Watson, M. (2012). The dynam-
ics of social practice: Everyday life and how it changes.
London: Sage Publications.

Sokol, D. K. (2004). How (not) to be a good patient. BMJ,
328(7437), 471.

Swain, J., & Cameron, C. (1999). Unless otherwise stated:
Discourses of labelling and identity in coming out. In
M. Corker & S. French (Eds.), Disability discourse (pp.
68-78). Buckingham: Open University Press.

Thomas, C. (2004). How is disability understood? An ex-
amination of sociological approaches. Disability & So-
ciety, 19(6), 569-583.

Titchkosky, T. (2008). “To pee or not to pee?” Ordinary
talk about extraordinary exclusions in a university
environment. Canadian Journal of Sociology, 33(1),
37-60.

Titchkosky, T. (2011). The question of access: Disability,
space, meaning. Toronto: University of Toronto Press.

Tuffrey-Wijne, 1., Giatras, N., Goulding, L., Abraham, E.,
Fenwick, L., Edwards, C., & Hollins, S. (2013). Iden-
tifying the factors affecting the implementation of
strategies to promote a safer environment for pa-
tients with learning disabilities in NHS hospitals: A
mixed-methods study. Health Services and Delivery
Research, 1(13), 1-248.

Tuffrey-Wijne, I., Goulding, L., Giatras, N., Abraham, E.,
Gillard, S., White, S., . . . Hollins, S. (2014). The barri-
ers to and enablers of providing reasonably adjusted
health services to people with intellectual disabilities
in acute hospitals: Evidence from a mixed-methods
study. BMJ Open, 4(4). doi:10.1136/bmjopen-2013-
004606

Watson, N. (2002). Well, | know this is going to sound
very strange to you, but | don’t see myself as a dis-
abled person: Identity and disability. Disability & So-
ciety, 17(5), 509-527.

Williams, V., Swift, P.,, & Mason, V. (2015). The blurred
edges of intellectual disability. Disability & Society,
30(5), 704-716.

Williams, V., Tarleton, B., Heslop, P., Porter, S., Sass, B.,
Blue, S., . . . Mason-Angelow, V. (2018). Understand-
ing disabling barriers: A fruitful partnership between
disability studies and social practices? Disability & So-
ciety, 33(2), 157-174.

Stuart Read is a Senior Research Associate at the Norah Fry Centre for Disability Studies, University of
Bristol, working on the strand of ‘Getting Things Changed’ relating to hospital services. He completed
his PhD in Psychology in 2015. Stuart has particular interests in disability identity and identity presen-
tation, as well as understanding how disabled people experience and navigate disabling social barriers
in a number of different contexts. Stuart identifies as a disabled person.

Social Inclusion, 2018, Volume 6, Issue 2, Pages 74-82

81



& coGITATIO

Val Williams is a Professor at Norah Fry Centre for Disability Studies, and has a background in Further
Education and inclusion. She is chiefly interested in working with disabled people in ‘inclusive research’
designs, and also has an active engagement with methods to analyse social interaction. She leads the
team conducting the research programme known as ‘Getting Things Changed’.

Pauline Heslop led the Confidential Inquiry into Premature Deaths of People with Learning Disabilities
(CIPOLD) from 2010-2013 which identified potentially modifiable factors associated with premature
deaths in people with learning disabilities. She is now the Programme Lead for the national Learning
Disabilities Mortality Review (LeDeR) Programme, and leads the research on hospital services in ‘Get-
ting Things Changed’.

Victoria Mason-Angelow is a Research and Evaluation Consultant at NDTi, having recently joined the
organisation from the Norah Fry Centre for Disability Studies (NFCDS) where she was a Research Asso-
ciate. In her role at NFCDS, Victoria worked on a variety of studies relating to the lives of people with
intellectual disabilities and those who identify as disabled within a UK Higher Education context. Dur-
ing her time at NFCDS Victoria also completed her PhD in Disability Studies, and conducted interviews
in the ‘Getting Things Changed’ project.

Caroline Miles is a Research Associate at the Norah Fry Centre for Disability Studies (NFCDS), and is
also completing a School for Social Care Research (SSCR) Fellowship, ‘The Legal Context of Social Care’.
Caroline is a qualified solicitor with 13 years’ experience in legal aid social welfare and community
care law. Caroline initially joined NFCDS in 2015 as Research Associate for an adult care assessment
research project, ‘Values of Assessment’, before moving to the ‘Getting Things Changed’ project. Car-
oline identifies as disabled and is a wheelchair user.

Social Inclusion, 2018, Volume 6, Issue 2, Pages 74-82 82



N: 2183-2803)

is a peer-reviewed open access journal which provides
d policy-makers with a forum to discuss and promote a
ly inclusive society.

rnal encourages researchers to publish their results on topics
rning social and cultural cohesiveness, marginalized social groups,
ial stratification, minority-majority interaction, cultural diversity,
tional identity, and core-periphery relations, while making significant
contributions to the understanding and enhancement of social inclusion
worldwide.

www.cogitatiopress.com/socialinclusion

# COGITATIO



	Cover
	01-1282
	02-1264
	03-1318
	04-1332
	05-1345
	06-1358
	07-1344
	08-1308
	Backcover



