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1 | INTRODUCTION

| Sian Anderson | Nadine Cameron

Background: Little progress has been made towards community participation of peo-
ple with intellectual disability despite it being a policy aim since the 1980s. We aimed
to identify the features of programmes designed to support community participation.
Method: A scoping review was conducted of peer-reviewed literature between 2000
and 2015, about interventions to support community participation for adults with
intellectual disability.

Results: A small body of evidence relates to the design and effectiveness of interven-
tions to enhance community participation. Seventeen studies reported programmes
reflecting three conceptualizations of community participation (as social relationships,
as convivial encounter and as belonging) that used strategies such as active mentoring,
facilitative support worker practice and arts-based programmes.

Conclusions: Studies showed the diverse and person-centred nature of community
participation and demonstrated the need for larger-scale studies of promising inter-
ventions that include details of costs, and strategies to guide implementation of poli-

cies to support community participation.

KEYWORDS
adults with intellectual disability, community participation, effective interventions, national

disability insurance scheme, programme design

prefixes such as “social” and “community” to words such as “inclusion,”

» o«

“integration,” “participation” are interchangeable (Simplican, Leader,

Community participation is a central theme in policies seeking to cre-
ate a better life for people with intellectual disabilities. In Australia,
the landmark 1986 Australian Disability Services Act aimed to support
people with disability to live “as valued and participating members of
the community.” Similar aims are replicated in more recent national
policies and international treaties (Commonwealth of Australia 2011;
National Disability Insurance Scheme Act 2013; United Nations 2006).
Nevertheless, community participation is a contested and ambiguous

concept. It exists within a terminological forest (Sinason, 1992) where

Kosciulek, & Leahy, 2015). Definitions of community participation
range from expansive to narrow, encompassing multiple or single life
domains (e.g., domestic, leisure, work), or arenas (e.g., social, political,
economic), and the term is used both as an overarching concept or as a
subcomponent of social inclusion. The absence from empirical research
of consistent conceptual frameworks (Cobigo, Ouellette-Kuntz, Lysaght,
& Martin, 2012; Overmars-Marx, Thomése, Verdonschot, & Meininger,
2014; Simplican et al., 2015; Verdonschot, De Witte, Reichrath, Buntinx,
& Curfs, 2009) combined with interchangeability of terms has created a
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conceptual maze. This means that policymakers and those who design
and deliver interventions to support community participation are of-
fered little clarity about intended purpose or outcomes of programmes.

In this article, the present authors focus on adults with intellectual
disability, briefly describing different ways that community participa-
tion has been conceptualized, and review the small body of literature
about interventions designed to support community participation, ex-
ploring the theories of change and conceptualizations that unpin these.
Empirical evidence overwhelmingly suggests that significant progress
has been made towards supporting the presence of adults with intellec-
tual disabilities in mainstream communities as consumers in public and
commercial spaces, or as residents in neighbourhoods (Verdonschot
et al., 2009). The literature is, however, replete with conclusions that
despite increased community presence, several decades of policies
have not achieved community participation for adults with intellec-
tual disabilities, irrespective of the particular definition that is adopted
(Amado, Stancliffe, McCarron, & McCallion, 2013; Bigby & Fyffe, 2010;
Gray et al., 2014; Overmars-Marx et al., 2014; Walker, 1999).

These conclusions reflect one of the most common understand-
ings of community participation which is based on the principle of
normalization (Wolfensberger, 1972) and distinguishes between
community presence, as the use of facilities or services available to
everyone, and community participation, as being part of a growing
network of relationships that include people with and without intel-
lectual disability (O’Brien & Lyle, 1987). This conceptualization of com-
munity participation places importance on particular kinds of places
and personal relationships. Presence in mainstream places is regarded
as a precursor to the formation of personal relationships (Ager, Myers,
Kerr, Myles, & Green, 2001; Amado et al., 2013). In turn, personal rela-
tionships provide opportunities to participate in formally organized or
informal activities in public and private places. Often particular types
of relationships that people with intellectual disabilities have, or might
have, are seen as more important than others, such as those with peo-
ple who do not have disabilities (Cummins & Lau, 2003), those that
are freely given rather than paid (Amado, 2014) or those that involve
reciprocity (van Alphen, Dijker, van den Borne, & Curfs, 2010).

Other conceptualizations of community participation are based on
the World Health Organization’s (2001) International Classification of
Functioning (ICF) framework. For example, in Verdonschot et al’s (2009)
review of empirical findings about community participation, it is defined
as “the performance of people in actual activities in social life domains
through interaction with others in the context in which they live” (p. 304).
Similarly, Dusseljee, Rijken, Cardol, Curfs, and Groenewegen (2011) de-
fine community participation as “performing daytime activities while
interacting with others” (p. 4). These conceptualizations are broader and
less prescriptive than the presence/participation binary based on the
principle of normalization. They also give significance to activities in ad-
dition to place and social interactions. However, approaches based on
the ICF definition (World Health Organization, 2001) do not consider
the qualitative aspects of activities, where they occur or with whom, or
subjective experiential elements of community participation.

As it has become clearer that experiences of being in main-
stream places, often simply referred to as “the community,” are not

“unambiguously virtuous” (Bates & Davis, 2004; p. 201), more atten-
tion has been given to choice and the subjective aspects of community
participation (Milner & Kelly, 2009; Simplican & Leader, 2015). Hall
(2013, p. 259) for example, considers community participation to entail
subjective feelings, a sense of belonging and social relationships, which
he views as a transformative process where a person “moves towards
a sense of attachment and belonging to proximate and distant oth-
ers”” Hall (2013) and others (Anderson & Bigby, 2017; Darragh, Ellison,
Rillotta, Bellon, & Crocker, 2016; Frawley & Bigby, 2015) illustrate how
segregated groups, based around activities such as drama, sports or
self-advocacy may be places of community for people with intellectual
disability, where through participation they gain a sense of belonging.
While participation in a community of peers is important in its own
right, the sense of belonging or identity derived, as an artist or sports
person, for example, may also facilitate participation in other, perhaps
more mainstream communities, through activities such as exhibitions
or sports carnivals. In some ways, this conceptualization of community
participation links conceptually back to the principle of normalization
and the privileging of socially valued roles such as artist or sportsman.
More recently, researchers have begun to disrupt the binary be-
tween community presence and participation using ideas about en-
counter and the diverse and fluid social networks that characterize
modern cities (Bighy & Wiesel, 2011, 2015; Bredewold, Tonkens, &
Trappenburg, 2016; Laurier & Philo, 2006; Wiesel, Bigby, & Carling
Jenkins, 2013). Convivial encounters are a particular type of encoun-
ter-social interactions that are neither free mingling in public places
(presence) nor based on long-term relationships (participation as un-
derstood by O’'Brien & Lyle, 1987) but where there is a shared identity
or activity and a sense of pleasantness or warmth (Fincher & lveson,
2008). They can be fleeting and singular, such as an exchange in the
supermarket queue, intermittent, such as recognition and greeting by
the proprietor or other patrons at a local shop, or longer and episodic,
such as regular exchanges with other participants in a yoga class.
There is potential for such convivial encounters to develop into lasting
or deeper relationships (Bigby & Wiesel, 2011); however, encounters
are important in themselves. Gestures such as a nod or a wave “con-
tribute to a sense of recognition and of ‘feeling at home' in a neigh-
bourhood” (Bredewold et al., 2016; p. 3381). Convivial encounter as
a fluid conceptualization of community participation brings together
core components identified in other perspectives without embedded
normative assumptions. Seen by Simplican et al. (2015, p. 25) as a way
to “modernize” community participation, the concept of convivial en-
counter avoids reference to the kind of continua frequently relied on
by other understandings of community participation. It accords equal
value to diverse combinations of place, interaction and activities but
incorporates an experiential element of conviviality or pleasantness.
The failure to make significant headway with community partic-
ipation has occurred despite significant investment in programmes
to support community living, employment, daytime activities, leisure
and recreation. For example, in Australia in 2014-2015, the Federal
Government spent eight billion dollars on specialist disability ser-
vices (Parliament of Australia, 2016), and in the State of Victoria, as
institutions closed, relocated residents were guaranteed a place in a
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small group home and day programme, both with mandates to support
community participation. In the UK, for example, the person-centred
planning processes designed to support community participation, that
were implemented as part of the Valuing People policy, have not sig-
nificantly changed the composition of the social networks of people
with intellectual disability (Ratti et al., 2016).

This limited progress is typically understood through the binary of
presence and participation and explained as due to weak programme
implementation or service design (Beadle-Brown, Bigby, & Bould, 2015;
Clement & Bigby, 2009; Mansell, Beadle-Brown, Whelton, Beckett,
& Hutchinson, 2008). Commonly identified factors include poor staff
practices, such as group-based outings and use of anonymous public
spaces (Bigby, Clement, Mansell, & Beadle-Brown, 2009; Walker, 1995);
inadequate staff training or supervision; misinterpretations of policy in-
tent by staff (Beadle-Brown et al., 2015; Bigby & Wiesel, 2015; Clement
& Bigby, 2009); or design problems such as omission of support for
building social relationships (Bigby, Bould, & Beadle-Brown, 2016).

Simplican et al. (2015) suggest that lack of conceptual clarity may
be an explanatory factor that impedes effective service design and de-
livery by hindering communication, understanding of goals and agree-
ment among stakeholders. In programme logic terms, making clear the
underlying theory of change—the central proposition about the way
change comes about for target/s of the intervention that informs it's
strategies or actions is important to success (Clement & Bigby, 2011;
Funnell & Rogers, 2011; Rossi, Lipsey, & Freeman, 2004). Rogers’ dif-
fusion of innovation theory posits that observability of outcomes and
absence of complexity about meaning are important to policy and
programme implementation (Reidy, Swerisson, & Bigby, 2010; Rogers,
2003). For example, the multiple and often unclear purposes, with-
out measurable outcomes, of day centre programmes may account to
some extent for their limited success in facilitating community par-
ticipation (Simons & Watson, 1999; Simpson, 2007). Moving beyond
programme design, a socio-ecological approach can also be used to
analyse the plethora of obstacles and facilitators of the interactions
between people and their environments at the core of community
participation (Amado et al., 2013; Simplican et al., 2015).

The implementation of the National Disability Insurance Scheme
and accompanying growth of individualized funding in Australia is likely
to have a similar impact to the personalization policies in the UK, which
reduced reliance on day centres to support community participation
and opened possibilities for more dispersed and individualized inter-
ventions (see, e.g., Whitaker & Mcintosh, 2000). Evidence about the
effectiveness of interventions; clarity about purpose; underlying as-
sumptions; and intended outcomes will assist in the design of innova-
tive programmes or interventions to support community participation.

This article reports the findings from a literature review that was
the first stage of a study to investigate promising interventions to sup-
port community participation of people with intellectual disability. In
undertaking the review, the present authors aimed to identify how
interventions (or individualized interventions delivered in the context
of a programme) conceptualized community participation and the
features of promising interventions. The present authors also aimed
to develop a framework that could be applied in the second stage of
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this programme of research for identifying and evaluating potentially
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effective innovative programmes. This article reports on three key
questions: (i) “How do interventions designed to facilitate community
participation for people with intellectual disability conceptualize their
aims and community participation?” (ii) “What theory of change and
facilitation strategies do interventions have?” and (i) “How effective

are interventions in achieving anticipated outcomes?”

2 | METHODOLOGY

2.1 | Design

The review followed the approach for scoping reviews suggested by
Arksey and O’Malley (2005), which facilitates an iterative process of
review to ensure the literature is comprehensively covered, producing
both in-depth and broad results. The starting point was the ICF (World
Health Organization, 2001) conceptualization of community participa-
tion, used by Verdonschot et al. (2009, p. 304), “the performance of
people in actual activities in social life domains through interaction
with others in the context in which they live,” and our focus was on

the social rather than political, educational or economic domains.

2.2 | Search strategy

A systematic search was undertaken of the following databases which
include all the major journals in the fields of disability and social work:
CINAHL, PsycINFO, MEDLINE and PubMed. Keywords for searching
included the following: cognitive impairment, intellectual disability, de-
velopmental disability, learning disability, intellectual disability, PIMD,
participation, community participation, social participation, community
engagement, social engagement, active engagement, inclusion and
day service. This search yielded 4,534 results after duplicates were
removed. Due to the volume, items published prior to 2,000 were
removed, leaving 1,424 items. Inspection of abstracts revealed large
numbers of articles pertaining to acquired brain injury and other cog-
nitive impairments such as dementia which, when removed, left 175
items. Book chapters were removed as these are not peer reviewed
and consolidate existing knowledge rather than report empirical data
about interventions, which left 103 articles. An additional search, un-
dertaken using the term “friendship,” yielded five additional items and
hand searching identified another 12, bringing the total to 120 articles.

The abstracts of these remaining articles were read so that our
final inclusion criteria could be refined to reflect the research ques-
tions about the nature of specific interventions designed to facilitate
community participation. The inclusion criteria were as follows: report
of empirical research about the nature and effectiveness of a specific
intervention (programme or practice) to facilitate community participa-
tion; regardless of the specific terminology used, the intervention aimed
to facilitate Verdonschot et al’s (2009) broad definition of community
participation; the intervention was in respect of adults with intellectual
disabilities; written in English language published in a peer-reviewed
journal between 2000 and 2015. To determine inclusion of articles,
the second author read all 120 abstracts and proposed the inclusion
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or exclusion of each. Proposals to remove articles were reviewed by
the first author, and where there was disagreement, both authors read
the full article again and discussed any differences in order to reach a
consensus. The articles removed fell into the following groups: report-
ing of broad empirical data about or an aspect of community partici-
pation for particular subgroups or from broad multifaceted initiatives
(e.g., Andrews et al., 2014; Power, 2013; Sullivan, Bowden, McKenzie,
& Quayle, 2016); conceptual articles theorizing the nature of commu-
nity participation (e.g., Bates & Davis, 2004; Bigby, 2012; Hall, 2010;
Simplican et al., 2015); analysis, commentary or reviews of polices or
strategies to support community participation without empirical data
about outcomes (Amado, 2014); general articles describing perspec-
tives of people with intellectual disability about community participa-
tion (e.g., McClimens, Partridge, & Sexton, 2014; Welsby & Horsfall,
2011); and, describing broadly, factors associated with or barriers and
facilitators to community participation (Abraham, Gregory, Wolf, &
Pemberton, 2002; Beart, Hawkins, Kroese, Smithson, & Tolosa, 2001).
Decisions about some articles involved considerable discussion about
whether data about a specific intervention was reported. For example,
the decision was made to exclude “Social inclusion through football
fandom: opportunities for learning disabled people” (Southby, 2013) as
this reported on participants experiences of being football fans and the
phenomena of fandom rather than a specific intervention to support
people with intellectual disability to be fans. One hundred and three
articles were removed following this process leaving 17 articles that
reported empirical research on specific community participation pro-

grammes or interventions. These articles are summarized in Table 1.

2.3 | Analysis

Articles were aggregated according to the aims of the programmes
they discussed, under three key conceptualizations of community
participation—drawn from the broader theoretical literature—as social
relationships, convivial encounters and belonging. Strategies used to
achieve aims were identified, and the ICF framework (World Health
Organization, 2001) that defines participation as about activities, place
and interactions was used to describe further the components of each
programme (see Table 1). The aims and methods of the reported re-
search about each of the interventions/programmes and evidence

about outcomes were summarized in Table 2.

3 | FINDINGS

Data about 13 separate interventions were reported in the 17 ar-
ticles, as four articles reported research about the same Transition
to Retirement (TTR) programme (Bigby et al., 2014; Stancliffe, Bigby,
Balandin, Wilson, & Craig, 2015; Wilson et al., 2013, 2015), and two
reported on the same Friendship and Dating programme (Ward,
Atkinson, Smith, & Windsor, 2013; Ward, Windsor, & Atkinson,
2012). Three articles reported on the international Special Olympics
programmes, but the focus of these was sufficiently different for
them to be treated separately. Of the 13 programmes, three were

time limited and established for research projects (Craig & Bigby,
2015; Lante, Walkley, Gamble, & Vassos, 2011; McClimens & Gordon,
2009) rather than as ongoing programmes. Table 1 summaries the
way each programme was categorized, its facilitative strategies and
the key components of its approach to community participation.
Table 2 summaries and comments on the findings about outcomes

for each programme.

3.1 | Conceptualizations of community participation

3.1.1 | Community participation as social
relationships

Four programmes conceptualized community participation as the
development of social relationships between adults with or without
intellectual disability. The theory of change underpinning these pro-
grammes was that if support is offered to people with intellectual dis-
abilities to make and develop relationships with others then, as well as
enlarging their social network, it will lead to opportunities for them to
participate in a wide range of activities, community groups and social
interactions. The strategies used by these programmes varied, and in
ICF terms (World Health Organization, 2001), the primary component
was social interaction rather than activities or place.

Heslop (2005) reported research on five UK befriending services
that focussed on building relationships between people with and
without intellectual disability. The primary strategies used in these
programmes were to recruit volunteers, match them individually, by
personal interests, to a person with intellectual disability and support
the developing friendship. The community membership project de-
scribed by Harlan-Simmons, Holtz, Todd, and Mooney (2001) had sim-
ilar aims to the befriending services but employed different strategies
and used staff trained as “community builders” to work with individu-
als to support the creation of “community connections and meaningful
relationships” (Harlan-Simmons et al., 2001, p. 171). In one respect,
this programme may appear similar to the TTR programme as in some
instances it involved connecting people to a community group but, un-
like the TTR programme, the primary aim of community builders was
to find community places that would act as a catalyst for longer-term
relationships to develop.

Programmes with a similar purpose of building relationships, but
with a slightly different focus, were described in the two articles by
Ward et al. (2012, 2013). These programmes were confined to sup-
porting development of relationships between people with intellectual
disabilities, including extending intimate partnerships as well as friend-
ships. Aimed to expand social networks as well as promote healthy
relationships, they were developed in Alaska to “teach the social skills
needed to develop healthy, meaningful relationships and to prevent
violence in dating and partnered relationships” (Ward et al., 2012, p.
22). This programme’s conceptualization of community participation
was based on the notion that within a disability support programme,
or other less segregated settings, establishing, supporting and devel-
oping relationships between peers with intellectual disability is the key
to expanding the social networks of individuals, and increasing their



—WILEY

BIGBY ET AL.

Il of Ao Ressch b rechs] st

(senunuod)

INOYIIM SISUI0 PIBIDOSSE YIIM JUDIUWLIDIUL
pue 3x23u0d dnou3 ul se|n3ai1—A3ljiqesip
ypm a|doad Jayjo YjIm S193unodus [BIAIAUOD)
Alligesip
INOYIM SISYJ0 PIIBIDOSSE YIIM JUSII WIS
pue 1xaju02 dnoug ul Jejndai—Ajigesip
ypm ajdoad Jayjo YjIm SI93unodud [BIAIAUOD)

x@3u0 dnoud ul sein3au—A3jiqesip
INoYy}M 3|doad Y3IM SI93unodUd |BIAIAUOD

1X93U0d
1993uUn|oA 1o dnougd ul Jejn3ai—Ay|iqesip
1noym ajdoad Yjim SIa3unodUd [BIAIAUOD

1x23u0d dnoJg ul Jejngai—Ayjiqesip
Inoym 3jdoad U3im SI93UNodUS [BIAIAUOD

Je|n3uls 10 juaniwualul ‘Jejndal—Al|igesip
noyuMm ajdoad YIm S193UnodUS [BIAIAUOD)

Je|n3uls 10 jJuajiwialul ‘Jejndal—Al|igesip
1noy3im ajdoad yjim SI93UNOJUD [BIAIAUOD)

Ajjigesip noyym sjdoad
YHM sdIYSpusLIy PUB SI9IUNOIUD [BIAIAUOD

Aylliqesip 3noyim sjdoad yaim sdiyspusltiy

Ayjigesip yum ajdoad sisupied/diyspusii4

suoldeIdUl [B120S

pajes8ajul pue pajedaudag

saAneniul Suissoud Alepunoq
2WOS Ym pajedaidag

J14109ds Japuasd S yaiym
dnoJ8 AJlunwwod weaJisuleln

s19ad a8e ym
uoljeziuedio J33jun|oA Jo
Jaquiaw se dnous weassule|p|

dnoJ3 AJlunwwod weasjsuleiy

WAS weaujsule|n|

sdnou3 Ajunwwod o1gnd ‘jen
-JaWWO? ‘sade|d wealsule|p|

sdnoJu8 Ajlunwwod weaJjsule|p|

sooe|d ajeAld 40 wealjsule|y

sooe|d ajeAnd
10 weaJjsulew ‘pajedaudas

ade|d

pods

uodg

1S2493ul S [BNpIAIPUl Su139|jal
dnou8 AjJlunwiwod e ul AYAIRY

1S9491Ul S [enplAIpul 3ui1da|4al
uoljeziues.o J1933Un|oA 1o
dnoJu8 Ajlunwwod e ul AjAIDY

1SaJ33ul S [enplAIpul Sui3da|yal
dnoud Ajunwwod e ui AJIAIRDY

Ayaie [edtshyd

dnoJ3 Ajunwwod uj Sai3IAI}oe
0] suoldesue.] [e1JaWwwod
Aep Aians wou) a8uey

S3I3IAI}OE paje[al 35a43)u]
sdiyspusiy paydlew
Uo JO JX33U0D Ul Spew
SUOISIJ9pP UO Juel|al [ejuspiou|
sdiysuoliejas
payd3jew Jo 1xa3u0d ul spew
SUOISID9P UO Jueljal [ejuspiou|

SaIAIOY

sjuauodwod 4)| Jo uonduasaqg

Jed axe) 03 J10ddns pue ‘saljiAlloe spods
pajeaSajul pue paje8audas Jo Jusawysi|qelsy

sjlods
wieaJjsulew 0} uoijdauuod yum sawwelsoud
spods pajedau3as Jo Juswysijqeis3

sjuedidiied

J3U30 Y}IM UOIIDEISIUI [BIDOS PUB SDIHAIFOE

ul uopzedidiied 3uoddns 03 JOJUSW J93JUN|OA
pue dnou3 Ajlunwwod 03 310ddns aAle}I|1De

sjuedidijied
J3U10 Y3IM UOIIDBIS]UI [BIDOS PUB SSIYAIDE Ul
uoneddiaed s jenpiAipul Joddns 03 Jojusw
AJejun|oA pue uoljeziuegio J99jun|joA

J0 dnoug Ajunwwod o3 Joddns aAlze}l|ioe

sjuedpdiied

J2410 YIM Ajjerdos 3oelajul pue dnous |e1dos

u1 jedidi3ied 03 |enpIAIpUl pue S1aguaW
dnou3 Ajlunwwod 03 J1oddns aAIje}|IDe

WAS weaujsurew ul AjIAoe
|eaisAyd ayejsspun o0} poddns jenpialpu|

sooe|d
weaJisutew ul sjdoad ym suoiidelaiul
|e120s aAnsod Jo) poddns jenpialpu)

sdiyspuaily wia3-193Uo| 03 MIIA YHM

—Sal}IAI30e Ul uonedidiied pue siaylo yum

uoy3oesaiul Suipuoddns pue dnous Ajlunwiwod
03 uosiad Suiydrew Jsp|ing AJunwwo)

Ajigesip 1noyum uosiad o1 Ajljigesip
[en323||a3ul yum uosuad Jo diyspusiiy
J0J 3ulydjew pue s1spualiyad JO JUSWINIIDY
Aljigesip
yum si1aad ypm sdiysuoljejal sjewijul siow
Jo sdiyspusiiy ysijgeiss pue joaw 03 poddng

A3a3ea3s Atewud

8ui8uojag

Suiduojeg

J33UN0JUD [BIAIAUOD

J93UNODUS |BIAIAUOD

J93UNODUS |BIAIAUOD)

J93UNODUS |BIAIAUOD)

J93UNOdUS |BIAIAUOD)

sdiysuoneay

sdiysuone|ay

sdiysuoneay

uonedijed
Anunwwod
Jo uonezijenydasuo)

vsn
(TT0Z) I8 32 epeseH

VSN (6002) APHpaL

eljessny
(STOT) ‘e 33 UOS|IM

elessny (€102)

‘e 32 UOS|IM “(#T0T)

‘e 39 Aq31g (STOT)
e 32 dy1puElS

elensny (ST0¢)
Aq3ig pue Sie1)

eljesisny
(1702) ‘e 32 jue]

ellesny (ST0Z)
[9S3IM pue Aqsig

VSN (1002) e 3@
suowwlis-uelieH

YN (5002) dojsaH

YN (2102
‘€T0T) "B 30 piepn

M3IASJ Ul papn|oul s3dIHE Jo Alewwns T 319V 1



s L wiLey- o

(Continued)

TABLE 1

Description of ICF components

Conceptualization of

community

Social interactions

Place

Activities

Primary strategy

participation

Convivial encounters with people with

Establishment of segregated sports Sport Segregated but boundary

Belonging

McConkey et al.

disability—regular in group context and

crossing initiatives

programmes with deliberate pairing to peers

without disability in other programmes

(2013), Europe

intermittent with associated others without

disability

Segregated but boundary Convivial encounters with people with

Arts and music

Establishment of segregated arts activity.

Belonging

Darragh et al. (2016),

Australia

disability—regular in group context and

crossing initiatives through

Support to develop talents, as catalyst for
interaction with other artists and public

intermittent with associated others without

disability

exhibitions, performances and

sales

Segregated, boundary crossing Convivial encounters with people without

Arts

Establishment of segregated arts activity.

Belonging

Stickley et al. (2012),

BIGBY ET AL.

disability—regular in group context and

initiatives through perfor-

mances and visits from
mainstream students

Support to develop talents, as catalyst for
interaction with other artists and public

UK

intermittent with associated others without

disability

Mainstream places, virtual and Convivial encounters with other people

Internet blogging

Individuals matched to students as trainers in

Belonging

McClimens and

without disability—regular in group context

and on line

real used by value peers
without disability

a university setting to support blogging

Gordon (2009), UK

social interactions and participation in activities in various mainstream

or segregated places.

3.1.2 | Community participation as
convivial encounter

Our analysis suggested that, although not explicitly, four programmes
conceptualized community participation as convivial encounter, that
is as social interactions, that are neither free mingling in public places
nor based on long-term relationships, where there is a shared identity
or activity with others and a sense of pleasantness or warmth. The
distinguishing feature of these programmes was that the encounter
occurred in public non-segregated places, or community groups or
volunteer organizations with others who do not have disability. The
theory of change evident in these programmes was that support-
ing people with intellectual disability to join mainstream community
groups, undertake volunteer work or engage in social interactions in
commercial or public places would lead to episodic, intermittent or
singular convivial encounters. In these programmes, the ICF (World
Health Organization, 2001) elements of activities and place were the
means for facilitating positive social interactions.

Craig and Bigby (2015) described the case study of Helen who
participated in many shared activities as part of a cooking group,
primarily comprised of older men, who accepted her and interacted
with her in a friendly way. Not all of the case studies described in
this article involved this type of shared activities, or acceptance or
warm interactions by group members. Craig and Bigby (2015) iden-
tified active participation (which broadly equates with convivial en-
counter) as occurring only when the person with intellectual disability
had equal membership status in the group, participated in mutually
rewarding activities and worked cooperatively with other members
towards a common goal, and where the group utilized advice about
supporting access for people with disability. The four articles about
various aspects of the TTR programme described very similar types
of participation by individuals with intellectual disability in community
groups or as volunteers in organizations. A common feature of these
programmes was that the person with intellectual disability did not
join the group with a peer or small group of other people with intel-
lectual disability.

The strategies employed to facilitate participation were described
in the action research project reported by Craig and Bigby (2015).
Individual support was given to individuals with moderate intellectual
disability to join and participate in a community group that reflected
an understanding of their interests. Support extended beyond face-
to-face work with the individual including scanning the community for
groups for their potential participation, negotiation with group leaders
about initiation and ongoing attendance, as well as training and advice
to group members. A similar approach was used, though with a par-
ticipant group with milder levels of intellectual disability, in the TTR
programme (Bigby et al., 2014; Stancliffe et al., 2015). This programme
was targeted at older workers in a supported employment setting and
had a clearly articulated set of processes which are described as, “pro-
moting the concept of retirement, laying the groundwork for inclusion
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(Continued)

TABLE 2

Comments

Findings

Methodology

Type and aims of study

In-depth qualitative evaluative

study

Personal and group benefits, greater confidence, develop-

Qualitative, ethnographic

Describe the effects upon people
who are engaged with arts

programme

Stickley et al. (2012)
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ment of relationships with other participants, increased in

confidence and self-esteem. Increased interactions with
community members, for example, with local college

students who filmed the group

Interviews, focus groups, observations.

50 participants over 2 years. Six participants,
3 artists/facilitators, 4 support workers, 3

organizers and 20 family & friends of

participants interviewed

Exploratory, few details re

Participants found social activity generated around the

Determine the utility of “blog-related Qualitative. Used Social Capital Question

technology” for people with

McClimens and

blogging exercise valuable rather than blogging per se which  participants or data collection

was concluded has “little do with social capital” (p. 28)

Bank as basis for focus group with

Gordon (2009)

and analysis

participants. Document analysis of on line

blogs
Adults with intellectual disability and varying

intellectual disability, to increase
social capital of participants and

relationships
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levels of literacy and keyboard skills

of would-be retirees with intellectual disability in the community, and
constructing the reality. The third component comprised five stages:
planning, locating a group, mapping a new routine, recruiting and
training mentors, and monitoring and ongoing support” (Bigby et al.,
2014; p. 117). A key feature was active mentoring, developed from
person-centred active support and co-worker support (Wilson et al.,
2013), and utilized to ensure not only presence in the group but the
occurrence of convivial encounters between the individual and group
members. Active mentoring aimed to ensure provision of the right
type and amount of individual support to enable the individual with
intellectual disability to participate in the group. It involved identify-
ing one or more volunteers from the group, and training them to use
active support to help pinpoint group activities the person with in-
tellectual disability might participate in, facilitate their engagement in
activities and support social interaction with other group members.
This approach was illustrated in Men'’s Sheds (Wilson et al., 2015) and
a wide range of community groups and volunteering situations (Bigby
et al., 2014; Stancliffe et al., 2015). Mentors are reported to have had
positive experiences of this role, demonstrating the reciprocity that
can occur when people with intellectual disability participate in com-
munity groups (Wilson et al., 2015). Significantly, however, as already
described, in both these programmes, the support provided for partici-
pation extended well beyond individual face-to-face support provided
in the group, either by the supporter (Craig & Bigby, 2015) or by the
mentor (Stancliffe et al., 2015).

Places more anonymous than community groups, where people
with intellectual disability may be known or recognized, were the site
of the shorter convivial encounters described by Bigby and Wiesel
(2015). This study investigated the support to people with intellectual
disability in shops and other public facilities provided by direct support
staff attached to accommodation services. It identified the nuanced
judgements and skills involved in support that facilitated convivial en-
counters between people with intellectual disability and community
members, and the way staff actions have the potential to facilitate and
obstruct encounters.

The final article exemplifying this type of conceptualization was
a case study of two people supported to participate in an exercise
programme in a community gym (Lante et al., 2011). By locating the
programme in a public facility, the programme aimed—in addition to
providing physical and psychosocial benefits of engagement in phys-
ical activity to participants—to provide opportunities for social inter-
action with other gym users with and without intellectual disability.

3.1.3 | Community participation as a valued sense of
belonging and identity

Five programmes represented Hall's (2013) conceptualization of com-
munity participation, as a sense of belonging to proximate or distant
others. The theory of change informing these programmes was that
participation in certain types of activities would create new identi-
ties such as artists, craftspeople, singers, actors or athletes for people
with intellectual disability, and consequential opportunities for social
interactions with peers as well as people without disability who may
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FIGURE 1 Heuristic of components and
outcomes of community participation

have similar interests, be members of an audience or purchasers of
artworks. The two most common types of activities were associated
with the arts or sport, and one programme involved blogging. The ICF
(World Health Organization, 2001) element of activities was promi-
nent in these programmes, place was less important and often segre-
gated, while social interaction was seen as the beneficial consequence
of engagement in activities and the derived sense of belonging or new
identity.

Similar arts programmes were described by Darragh et al. (2016)
and Stickley, Crosbie, and Hui (2012). Both offered “day options” for
young adults with an intellectual disability as an opportunity to en-
gage in art and music-based activities. Tutti Arts, for example, aimed
to “provide opportunities for artists with intellectual disabilities to cre-
ate visual art and engage in theatre and drama and to make music
(Darragh et al., 2016, p. 2). A central strategy of both programmes was
the creation of a segregated group that enabled participants to de-
velop artistic skills. Parallel strategies were to develop external con-
nections to other artists or the public that enabled creative work to be
exhibited or sold, and or brought participants into contact with others,
often without intellectual disability with similar interests. For example,
the location of the programme described by Stickley et al. (2012) in a
disused cinema gave scope for interaction with students from the local
area who filmed some of the activities.

The three sport-centric programmes had similar intent and strat-
egies to the arts programmes. Harada, Siperstein, Parker, and Lenox

Others without
intellectual disability
«~=  Known and recognised
o) (one off, intermittent,

regular)
Friendships

Others with
intellectual disability
Known and recognised
(one off, intermittent, regular)
Friendships

segregated
e.g., classes, clubs,
groups

Mainstream non-
segregated
e.g.,community groups,

volunteer settings,

Personal commercial places

development
e.g.,skills, self-esteem,
confidence

INCREASED SOCIAL NETWORKS
e.g., friends, acquaintances

POSITIVE SUBJECTIVE FEELINGS
e.g., enjoyment, happiness

Outcomes

(2011) described two international programmes. The first, Special
Olympics, ran groups and competitive events for athletes with in-
tellectual disabilities often alongside mainstream events. The other,
Unified Sports programmes, aimed to include people with intellectual
disabilities in community sports teams where they trained and com-
peted alongside peers without intellectual disability, known as “part-
ners.” Both programmes have very large numbers of participants and
offer opportunities to play sport as well as “to be a part of society” (p.
1142).

Tedrick’s (2009) case study of three older participants in Special
Olympics programmes demonstrates the potential benefits of this
type of programme for all ages. McConkey, Dowling, Hassan and
Menke’s study (2013) offers insights into strategies used by Unified
Sports programmes, such as “pairing” athletes with and without dis-
abilities, and development of alliances with local sporting clubs and
facilities, to create a sense of identity and provide opportunities for
socializing with other sports people.

Based on a different type of activity, McClimens and Gordon (2009)
described a programme aimed to create new identities for people with
intellectual disability in the online world as bloggers. Participants were
supported to develop blogging skills by students who acted at trainers.
The programme was situated in a mainstream place (a university), but
the group could be considered segregated as it comprised solely peo-
ple with intellectual disability. Nevertheless, the activity of blogging
and the identity of blogger subsequently formed was a potential social
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role that, like sportsperson or artist, could be adopted by anyone in

society.

3.1.4 | Summary of approaches to community
participation

As Table 1 shows, each programme adopted one of three dominant
conceptualizations of community participation and differing strategies
for achieving its goals. Importantly, however, the common threads of
community participation were also evident in each. As Table 1 and
Figure 1 show, these programmes illustrated the differing ways that
the ICF (World Health Organization, 2001) components of activities,
place and social interaction were constructed, combined and given
varying degrees of prominence. For example, the TTR programme pri-
oritized place (mainstream community groups) and activities (based
on individual interest) and sought pleasant social interactions in a
community group where the person was known and recognized as
an individual, rather than longer-term friendships. The same three
components are present but emphasized differently in the Tutti Arts
programme which prioritized participation in activities (with the po-
tential to lead to a new social identity and valued role as an artist).
Less important for this programme were place, which was segregated,
and social interaction, which was usually with other people with in-
tellectual disability and intermittently with others without intellectual

disability who had a shared interest in art.

3.2 | Programme outcomes

Overall, as Table 2 shows, studies of community participation pro-
grammes have been predominantly small scale and qualitative and
produced little robust evidence about outcomes, programme ef-
fectiveness or detailed descriptions of the programme logic or
costs. Some of the general positive claims about outcomes made
in these articles were not backed up by data (Harada et al., 2011;
Heslop, 2005; McConkey et al., 2013). For example, the statement
by Heslop (2005, p. 33) that “qualitatively the services in the study
lived up to their reputation as being a good thing” was not supported
by evidence about the success of achieving its aim of developing
friendships between people with and without intellectual disability.
Despite the differing conceptualizations of community participation
and strategies adopted, outcomes were commonly framed in terms
of personal development such as skills, self-esteem or confidence,
increased social networks and subjective experiences such as enjoy-
ment or happiness.

Several in-depth qualitative studies described both positive out-
comes, and the concepts and processes underpinning these, providing
a sound basis to scale up the programme or intervention and conduct
larger more rigorous outcome studies (Bighy & Wiesel, 2015; Craig &
Bigby, 2015). In two of the five case studies described by Craig and
Bigby (2015), the participant was judged to be actively participating,
regarded as an equal and a welcomed member of the group. These
authors identified five influential social processes in these cases: pos-
itive leadership response to inclusion; participants with intellectual

disability who had friendly dispositions and relatively good social
skills; acceptance by the group of advice about including a person
with disability; the existence of an integrating activity, and flexibility
and capacity to deal with difference among members (see Craig, 2013
for further details). These factors require further investigation and
could be further tested in demonstration initiatives with other non-
segregated community groups.

The practices that supported convivial encounters described by
Bigby and Wiesel (2015) were very similar to those used in person-
centred active support which is an enabling relationship between a
person with intellectual disability and a supporter that facilitates en-
gagement in meaningful activities and social relationships (Mansell &
Beadle-Brown, 2012). There is significant evidence about the positive
effects of active support on engagement of people with intellectual
disability but the vast majority of research has been conducted in
group home settings focussed on domestic rather than community
arenas (Bigby & Beadle-Brown, 2016). Further research on the nature
and effectiveness of this approach to practice in public or community
places would help to identify the challenges and difficult judgements
involved in providing this type of support in the community and ways
in which practice might need to be adapted for various types of place.

The strongest design was the mixed methods, matched group
approach used by Stancliffe et al. (2015) which, though small scale,
provided positive evidence about outcomes for individual programme
participants and perspectives from mentors involved in supporting
participation. The collection of articles about the TTR programme pro-
vides insights into both the overall programme logic and the practices
used within groups to support individual participation (Bigby et al.,
2014; Stancliffe et al., 2015). This programme was focussed on the
transition of older workers into retirement, but there is no reason why
this approach to supporting participation in community groups could
not be applicable to younger people, given that the initial phases of the
intervention aim to understand individual preferences and seek out
groups with activities that align with these.

The Special Olympics and Unified Sports programmes are large-
scale international programmes offering opportunities for people with
intellectual disabilities to train for, and compete in athletic events. The
studies of these programmes, however, have weak methodologies
and provide little evidence to substantiate claims that they provide;
“access to the community” or “develop social relationships with their
teammates which often carry over into their lives off the playing field”
(Harada et al., 2011, p. 1135-1136).

Although many of the programmes aimed to have both proximal
and distal outcomes (immediate and longer-term consequential out-
comes), there was little evidence of the latter. For example, interview-
ees observed that Tutti (a segregated arts programme in a mainstream
place, Darragh et al. 2016) offered opportunities for engagement in
meaningful and purposeful activities, created the chance for partic-
ipants to assume valued roles as artists and, through performance
opportunities, to receive public accolades. However, there was little
evidence about more distal outcomes such as increased opportunities
for social interactions or convivial encounters with community mem-

bers without disability.
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Qutcomes of the programme described by McClimens and Gordon
(2009) were a little different from those intended. While the pro-
gramme sought to create identities for the participants as bloggers,
a lack of “social capital” (described as the background characteristics
of poor education, youth, and low wealth) made this difficult. The uni-
versity environment, however, offered participants activity in a non-
segregated place where they felt comfortable. There was also some
evidence of the positive interactions with student trainers. Although it
was not a central intention, this programme created opportunities for
intermittent convivial encounters in a mainstream place, connected to
attendance at the activity rather than a new identity as a blogger or
friendships.

The studies by Ward et al. (2012, 2013) suggest the Friendship
and Dating programme successfully led to more social relationships
for participants with other people with intellectual disability, although
there are no data about the durability or quality of these friendships.
Similarly, there are few data about the relationships formed between
people with and without intellectual disabilities supported by the
befriending or community connections programmes (Heslop, 2005;
Ward et al., 2012, 2013).

4 | DISCUSSION

The aim of this review was to identify promising interventions or
programmes that support community participation of people with
intellectual disability. In order to understand the nature of these pro-
grammes, the analysis sought to identify the assumptions made about
the nature of community participation and the theory of change that
informed programme design and strategies. The 13 programmes rep-
resented examples of the three dominant ways of conceptualizing
community participation found in the broader literature reviewed in
the first part of this paper, as social relationships (O'Brien & Lyle,
1987), as convivial encounter (Bigby & Wiesel, 2011) and as belong-
ing (Hall, 2013). The differing designs and strategies employed by
these programmes illustrate the diversity, both of approaches to
community participation and its manifestation for individuals. The
common threads of community participation were also evident, and
the review has illustrated the differing ways that the ICF (World
Health Organization, 2001) components of activities, place and social
interaction were constructed, combined and given varying degrees
of prominence in these programmes. Figure 1 is a useful heuristic for
understanding the design of community participation programmes
and generating discussion about the possible features and relative
importance of each of the three components—activities, place and
social interactions. It may help to avoid binaries such as presence
and participation, and judgements that prioritize mainstream places
and relationships between people with and without disabilities. The
heuristic also captures the way programme outcomes were reported
in the articles. In the main, these were subjectively, cast in terms
of feelings of happiness or enjoyment, or changes to the individual
in terms of skills development, self-esteem, confidence or increased
social networks.
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These findings reinforce the diversity of experiences that might
be described as instances of community participation. They also high-
light the importance of a person-centred approach in thinking about
and supporting community participation for a person with intellectual
disability, one that takes into account their individual preferences and
choice. Individuals will combine the three components differently, per-
haps emphasizing one more than others and preferring different types
of place or social interactions. Importantly, one individual may seek
out different types of community participation, piecing them together
into a regular routine. For example, an individual could have member-
ship of a segregated art group, participation in a bike riding club run
at the local community centre, and a monthly pub meal with a group
of friends with intellectual disability. Figure 1 might also be a useful
tool for discussing with an individual their preferences about commu-
nity participation or the different types of experiences that various
programmes might offer them.

This review demonstrates the relatively small body of evidence
pertaining to the design and effectiveness of programmes to support
community participation. It has identified some promising approaches,
particularly in the series of studies describing the use of active mento-
ring (Stancliffe et al., 2015), active participation in community groups
(Craig & Bigby, 2015), facilitative support worker practices (Bighy &
Wiesel, 2015), community builders (Harlan-Simmons et al., 2001) and
the arts-based programme described by Stickley et al. (2012). The
findings about the efficacy of these programmes, and the availabil-
ity of well-described programme logics, though not so with respect to
cost, suggest there is the potential for replication, larger-scale imple-
mentation and conduct larger more rigorous outcome studies.

These studies are also beginning to describe the type of microlevel
practices, such as active support and active mentoring, as well as the
need for skills such as locating and analysing social contexts such as
community groups that are likely to be required of staff who work in
community participation programmes. Importantly, some studies also
illustrate the broader set of tasks involved in community participation
programmes that do not involve face-to-face contact with the indi-
vidual but are needed to build the foundations for their participation
with a group or a person’s support network. Language such as “in-
dividualized” or “person-centred” runs the risk of rendering invisible
hidden tasks of interventions to support community participation
such as identifying and evaluating groups with the potential to accept
a person with intellectual disability as an equal member. Tasks such as
these are connected to supporting a particular individual to participate
rather than preparing the community in general, which is the province
of broader community development/change type of work.

Nevertheless, these findings illustrate, an individual intervention
can be delivered in the context of a programme such as the TTR pro-
gramme that serves more than one person. This suggests that when
investigating the efficacy of interventions to support community
participation, attention must be given to microlevel practices and
the work associated with the intervention that does not involve di-
rect contact with the individual such as analysis of potential commu-
nity groups. It also suggests that delivery of individual interventions
can be brought together into programmes which, while still offering
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individualized support, may enable better client outcomes by provid-
ing, on a more collective and economically sound basis, staff training,
supervision, sharing of practice wisdom about community places and
things such as human resource and accounting functions.

Notably, the findings suggest there is little rigorous evidence about
programmes that give prominence to participation in sports-related
activities as a means of building new identities and a sense of be-
longing. This may reflect the limited volume of research or absence
of strong research methodologies about this type of programme The
cultural significance of sport as a means of breaking down social and
racial barriers for other minority groups such as refugees, apparent in
the grey literature and mainstream media sources (BBC, 2016; Human
Rights Commission, 2006), suggests the potential of these programme
in building a sense of identity and belonging that should be further
explored. This is a potential area for further research and perhaps too,
the implementation of demonstration programmes accompanied by
rigorous evaluation.

The unintended outcomes of the blogging programme described
by McClimens and Gordon (2009) suggested the potential of universi-
ties as places where convivial encounters between young people with
and without intellectual disability could be fostered. Although usually
cast in the arena of education rather than community participation,
the inclusive higher education programmes found in the USA and
Canada that support young people with intellectual disability to mon-
itor classes and match them with student mentors may be worthy of
further exploration (Jones & Goble, 2012).

The majority of the programmes identified in this review were not
designed to fill people’s days or provide respite care for parents or
carers as had often been the case for more traditional day centres
in the past (Bigby, Fyffe, Balandin, Gordon, & McCubbery, 2001).
Rather, they offered support for singular, intermittent or regular but
relatively short episodes of community participation, which may also
have acted as a catalyst for further opportunities outside of the pro-
gramme. Understanding more about programmes that effectively
support community participation may help to tackle some complex
questions, such as how to fill the daytime lives of people with intel-
lectual disability who do not work; replace full-time attendance at day
programmes/centres; or what constitutes a meaningful ordinary life
of a person with intellectual disability. Such questions are particularly
pressing for people with higher and more complex support needs for
whom supported paid work may never be an option that society is
willing to fund. These issues, however, are much broader and should
not be confounded with understanding ways to support community

participation.
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