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Abstract

Background: A high sense of subjective well-being has been associated with more
prosocial behaviours, better health, work productivity and positive relationships. The
aim of this systematic review was to explore what impact self-advocacy has on the
subjective well-being of people with intellectual disabilities.

Method: The authors reviewed articles focusing on the perspectives of adults with
intellectual disabilities engaged with self-advocacy groups. Searches were performed
in PsychINFO, Web of Science, SCOPUS, MEDLINE and CIHNL databases, resulting
in 16 articles meeting the inclusion criteria. A framework synthesis approach was
used to extract data deductively based on the Dynamic Model of Wellbeing.
Results: While self-advocacy has a positive impact on all domains of the Dynamic
Model of Wellbeing, negative impacts associated with participation in a self-advo-
cacy group were also reported.

Conclusions: The benefits of participating in self-advocacy groups on the well-being

of individuals with intellectual disabilities outweigh the disadvantages.
KEYWORDS
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good functioning, satisfaction of needs, and overall feelings of

happiness (Abdallah et al., 2011). The present authors believe

This is the first systematic review to focus explicitly on the im-
pact of self-advocacy on the subjective well-being of people
with intellectual disabilities. It builds upon another recently pub-
lished systematic literature review that explored the psycholog-
ical and social impact of self-advocacy on its members (Fenn &
Scior, 2019). While some of the outcomes reported in this study
overlap with the previous review, this article further contributes
to knowledge regarding the impact of self-advocacy by identify-
ing the ways in which it influences members’ subjective sense of
well-being, particularly in relation to outcomes concerned with

this review is timely because, although self-advocacy is arguably
more important than ever in the light of receding specialist ser-
vices in some international contexts like the UK (Power, Bartlett,
& Hall, 2016) and the faltering progress of inclusion (Strnadova,
Johnson, & Walmsley, 2018; Power & Bartlett, 2018b), there has
never been a focussed examination of its significance for the
well-being of adults with intellectual disabilities, as measured by
themselves. Subjective well-being refers to individuals’ feelings
and cognitive evaluations of their life (Diener, 2012). It is increas-
ingly acknowledged that monetary measures alone, such as GDP,
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are inadequate in determining the progress of societies and one's
quality of life (OECD, 2013). Instead, it is necessary to consider
the subjective well-being of members of society. Not only is high
subjective well-being a desirable outcome, it benefits one's health
(Chida & Steptoe, 2008), income (Diener, Nickerson, Lucas, &
Sandvik, 2002), work productivity (Oswald, Proto, & Sgroi, 2015)
and social behaviour (Aknin, Sandstrom, Dunn, & Norton, 2011).
Self-advocacy for people with intellectual disabilities emerged
in Scandinavia, North America and the UK in the 1980s (Buchanan
& Walmsley, 2006) as institutions were closing. Almost four decades
later, the backdrop has shifted to include equality legislation in many
countries (Soldatic & Johnson, 2019), changed attitudes, international
commitments to citizenship (Department of Health, 2001; United
Nations, 2006), exposure of institutional abuse and economic aus-
terity. However, in the UK at least, self-advocacy groups are in many
areas seen to be under threat—although no systematic research into
this has been published since 2012 (National Forum, 2011). Studies of
the history of the self-advocacy movement in Denmark (Bylov, 2006),
England (Buchanan & Walmsley, 2006) and in the Australian state
of Victoria (Henderson & Bigby, 2016) indicate that self-advocacy
evolves over time in response to a variety of external factors, including
funding, policy context, availability of suitable support staff and rela-
tionships with other advocacy organizations. Initially, there was sig-
nificant interest in whether self-advocacy groups were independent
of services (Crawley, 1988). An early focus was also pedagogic—how
to run good meetings, or how to “stick up for yourself” for example
(Buchanan & Walmsley, 2006; Simons, 1992). In Victoria, its focus mi-
grated from energetic political campaigning in the 1980s to an em-
phasis on improving the lives of those inside the organization in the
2000s (Henderson & Bigby, 2016, p. 55). In Denmark, Bylov (2006)
argues that there was a maturing of the movement, enabling it to free
itself from the parents’ organization, which had given it birth and early
nurturing. Relationships with parents’ organizations have surfaced as a
major and fraught issue in the UK (Walmsley, 2016), as well as globally
(Walmsley & Jarrett, 2019). In the recent context of UK austerity pol-
icy, Power and Bartlett (2018b) and Walmsley (2020) have observed
that self-advocacy is morphing once more, this time in response to the
retreat of the welfare state which has left many people with intellec-
tual disabilities searching out new spaces of support and belonging.
Many definitions of self-advocacy can be found in the litera-
ture, but common—and enduring—components include the notion
of speaking up for yourself or others, standing up for your rights,
making choices, being independent and taking responsibility (Ryan
& Griffiths, 2015; Simons, 1992; Williams & Shoultz, 1982). Self-
advocacy has been described as “a space in which people with in-
tellectual disability can develop not only their confidence, skills and
leadership capacity, but also a collective identity, providing an essen-
tial foundation for grassroots activism” (Tilley, 2013, p. 470). In this
way, self-advocacy can be seen as an activity and a process that is
both personal and political (Frawley & Bigby, 2015). However, it is im-
portant to note that the existing literature on self-advocacy suggests
that it is largely confined to people with mild or moderate intellectual
disabilities (Walmsley & Downer, 1997); it has been dominated by

men and, in the United Kingdom and United States, by people with
Caucasian backgrounds (Caldwell, 2011; Goodley, 2000). This has to
be born in mind when considering its impact on well-being.

In this systematic review, the authors explore what impact
self-advocacy has on the subjective well-being of people with intel-
lectual disabilities, as measured by themselves. The research ques-
tion guiding this review was: “What difference does self-advocacy
make to self-advocates’ subjective sense of wellbeing?”

The review examines the published academic research on self-ad-
vocacy. For the purposes of this review, self-advocacy is understood
specifically as an organized activity in which people with intellectual
disabilities participate in a structured self-advocacy group or orga-
nization. This review did not include papers that are focused solely
on self-advocacy as the development of new skills (i.e. self-advocacy
as a learning process). The review was underpinned by the Dynamic
Model of Wellbeing, described below (Abdallah et al., 2011).

2 | METHOD
2.1 | Conceptual framework

The Dynamic Model of Wellbeing, developed by the New Economics
Foundation—or NEF—integrates different theoretical approaches to
well-being into one single coherent explanatory model (Abdallah
et al., 2011). It emerged from the UK Government's 2008 Foresight
Project on Mental Capital and Wellbeing, which tasked NEF’s Centre
for Wellbeing to consider the relationship between different ap-
proaches to measuring well-being (e.g. objective indicators; eu-
daimonic accounts; hedonic accounts; evaluative accounts) and
policy-making. NEF’s Centre for Wellbeing concluded that these dif-
ferent (and often competing) approaches to measuring well-being
could be brought together “to depict the emergence of well-being
through a dynamic system” (Michaelson, 2013, p. 100). The resulting
model outlined the critical feedback loops that exist between emo-
tions, functioning and external conditions. This has practical implica-
tions for policy-making as it emphasizes the importance of improving
people's material conditions and their personal resources in order

Good feelings
day-to-day and overall
eg happiness, joy,
contentment, satisfaction

Good functioning and

satisfaction of needs
eg to be autonomous,

competent, safe and secure,
connected to others

External Conditions Personal Resources
ns, work eg health, resilience,
, income (levels optimism, self-esteem

FIGURE 1 The Dynamic Model of Wellbeing
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to positively affect well-being. For the purposes of this review, the
Dynamic Model provided us with a practical and accessible frame-
work, grounded in theory and empirical research, to help us identify
the ways in which self-advocacy might influence well-being.
Well-being is understood in the Dynamic Model as “flourishing”:
feelings of happiness, joy, contentment and satisfaction that are
achieved when sufficient personal resources and positive external
conditions are in place to enable good functioning and satisfaction

of needs (Figure 1). The model describes how:

an individual’s external conditions—such as their in-
come, employment status, housing and social con-
text—act together with their personal resources—such
as their health, resilience and optimism—to allow them
to function well in their interactions with the world

and, therefore, experience positive emotions. The

Identification

Screening

Eligibility

Included

FIGURE 2 Flow diagram of search
results __J
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model shows how different aspects of our wellbeing

Jouma of Appled e n o Dissies

interlink and how improvements in one area influence
other parts of an individual’s experience (NEF, 2019).

The four key domains of the Dynamic Model (personal resources;
external conditions; good functioning and satisfaction of needs; and
good feelings day to day and overall) provided the analytic frame-
work for this review. When reviewing the included papers, the
authors identified examples of well-being that corresponded with

these four domains.

2.2 | Search strategy and eligibility criteria

The method used for the review aligns with the recommendations on

preferred reporting items for systematic reviews and meta-analyses

Records identified through

database searching
Web of Science 101
Medline 99
PsychINFO 338
CIHNL 303
SCOPUS 329

Total =1,170

!

Records after duplicate
removed:
(n=1079)

l

Records screened
(n=1079)

l

Records deemed irrelevant
(n=657)

Abstracts assessed for
eligibility
(n=422)

Records excluded
(n=382)

l

Full texts assessed for
eligibility
(n = 40)

Records excluded with
reasons
(n =24)

l

Full texts included
(n=16)
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documented in the Preferred Reporting Items for Systematic Reviews
and Meta-analyses (PRISMA) guidelines (Moher, Liberati, Tetzlaff,
& Altman, 2009). A systematic literature search in five databases
(PsychINFO, Web of Science, SCOPUS, MEDLINE and CIHNL) was
conducted between April 2019 and May 2019.

Predefined inclusion criteria were that articles needed to: (a) be
research articles (not opinion pieces or literature reviews), published
in a peer-reviewed journal; (b) be written in English; (c) include adult
participants with intellectual disabilities engaged with self-advocacy
groups; and (d) draw on empirical data that include the perspectives
of people with intellectual disabilities. In terms of publication dates,
papers were included if they were published up to May 2019. The
search was conducted in title, keywords and abstracts and English
language only was the sole limitation applied. The keywords used to

perform the electronic database search:

e (Self advoca*) OR (Self-advoca*) OR (Peer advoca*) OR (Peer-
advoca*) OR (Peer support*) OR (Peer-support*); AND

o (Intellectual disabilit*) OR (Learning disabilit*) OR (Learning dif-
ficult*) OR (Developmental disabilit*) OR (Cognitive disabilit*)
OR (Cognitive impairment*) OR (Mental retardation) OR (Mental
Handicap) OR (Developmental Delay); AND

o (Wellbeing) OR (Well-being) OR (Wellness) OR (Physical Health)
OR (Mental Health) OR (Happiness) OR (Thriv*) OR (Flourish*) OR
(Joy) OR (life satisfaction) OR (satisfaction with life) OR (Strength*)
OR (Voice) OR (Self-concept) OR (Good life) OR (Fulfilment) OR
(Self-esteem) OR (Social capital) OR (Capabilities) OR (Belonging)
OR (Connectedness).

Papers were excluded if (a) they were discussion papers; (b) they
focused on self-advocacy as a learning process only; c) they included
participants with specific learning difficulties (“dyslexia,” “dyscalcu-

lia,” “dyspraxia”) and not intellectual disabilities.

2.3 | Study selection

The asterisk symbol was used in many of the keywords/phrases to
account for suffix variations of keywords. A total of 1,170 articles
were identified from the electronic search. 91 duplicate articles
were removed, and a further 657 articles were deemed irrelevant
and removed. 422 abstracts were examined against the eligibility
criteria independently by the first and second author, and 382 were
excluded. Cohen's kappa was used to calculate inter-rater reliability,
with the average inter-rater reliability score at this stage of screening
being high with x = 0.7737. All disagreements were discussed and
resolved.

In the second stage, the first and the second author inde-
pendently examined the full text of 40 included articles. Inter-rater
reliability for this stage was very high with x = 0.8977. 16 articles
met the criteria for this study. Figure 2 details the search strategy
and results.

Good functioning and
satisfaction of needs
(e.g. to be autonomous,
competent, safe and
secure, connected to
others)

+

Self advocacy
Wellbeing

FIGURE 3 Adapted Dynamic Model of Wellbeing

2.4 | Inclusive approach to systematic review

When conducting this systematic review, the present authors used
an inclusive research approach (Walmsley & Johnson, 2003). This
was a critical and innovative element of this systematic review,
which the present authors included to gain the insights and perspec-
tives of a person with experience of self-advocacy. It corresponds
with recent calls for increased co-construction of research agendas
relating to self-advocacy (Fenn & Scior, 2019), and for transparency
of the co-authoring process (Strnadova et a., 2018).

The fifth author is a self-advocate who has spent over 20 years
working in a self-advocacy organization, supporting other self-ad-
vocates. She brought experiences not only of her own, but also of
other self-advocates. Her contributions add a different and import-
ant perspective.

The process was as follows. The academic researchers under-
took the systematic review. They then wrote the first draft of this
article. The second author prepared an easy read version. Using this
version, the second and fifth author discussed and commented on
the review findings. The meeting was audio recorded. This discus-
sion had two major outcomes.

First, the fifth author acknowledged the relevance of the
Dynamic Model of Wellbeing Model's four domains but said that
the visual representation (see Figure 1) was confusing for her. She
suggested a different layout, which would better express well-being
in relation to self-advocacy and better reflect the findings of this
review (see Figure 3).

Second, her reflections were included in the paper's Discussion
section, including direct quotations.

2.5 | Quality assessment

In order to assess quality of the studies, the present authors used
The Standard Quality Assessment Criteria for Evaluating Primary
Research Papers from a Variety of Fields (Kmet, Lee, & Cook, 2004).
This reliable tool designed for systematic reviews is unique in that it

allows for both qualitative and quantitative studies to be assessed



TILLEY ET AL.

according to design-specific criteria. The present authors have only
used this tool to allow for richer description of the included articles,
and not as a basis for their selection (McGarty & Melville, 2018).
The first two authors independently scored the selected articles—
whether they met the assessment criteria, met them only partially
or not at all. The present authors used the approach of McGarty and
Melville (2018) to compare the scores by comparing percentages in
which the relevant criteria were met, with scores < 55% interpreted
as weak, 55%-75% as moderate and > 75% as strong. The present
authors agreed that 13 articles were strong, 2 were moderate and 1
weak (Kmet et al., 2004). The reached inter-rater reliability counted
using Cohen's kappa was high at x = 0.828 (Cohen, 1960; McHugh,
2012). The disagreements were resolved by discussion.

2.6 | Description of studies

All of the included papers, with one exception (McNally, 2003),
reported on qualitative research. The reported studies were con-
ducted in Australia (Anderson & Bigby, 2017; Frawley & Bigby, 2015;
Strnadovaetal., 2018), the Republic of Ireland (Garcia Iriarte, O'Brien,
McConkey, Wolfe, & O’Doherty, 2014; Gilmartin & Slevin, 2009),
Sweden (Mineur, Tideman, & Mallander, 2017; Tideman & Svensson,
2015), the UK (Beart, Hardy, & Buchan, 2004; Chapman, 2004;
Clarke, Camilleri, & Goding, 2015; Goodley, Armstrong, Sutherland,
& Laurie, 2003; Hall, 2005; McNally, 2003; Power & Bartlett, 2018a)
and the USA (Caldwell, 2010, 2011). Information about the articles
included in this systematic literature review is provided in Table 1,

including quality assessment scores.

2.7 | Data analysis
2.71 | Framework synthesis

The authors adopted a framework synthesis approach (Dixon-
Woods, 2011), according to which the first stage is establishing a
conceptual model a priori. The conceptual model—in this case the
Dynamic Model of Wellbeing—provided a structure for data coding.

The first and second author independently completed a pur-
pose-designed pro forma for each included article, providing infor-
mation relevant to the focus of the systematic review. The pro formas
were structured according to the Dynamic Model of Wellbeing and
included space for additional well-being domains, as well as other
relevant information. Completed pro formas were analysed by the
second author. An initial overview of the data affirmed that the
Dynamic Model of Wellbeing was a useful conceptual model. After
this first stage of analysis, the four key domains of well-being and
a broad list of emerging codes were identified by the first and sec-
ond author and reviewed by the others. Any recurring themes that
did not correspond with the four domains of the Dynamic Model of
Wellbeing but which were relevant to our research questions were

coded under “other.” In line with Fenn and Scior's review (2019), the

WiLEY-L®

present authors identified that some outcomes were complex to
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categorize, potentially falling under multiple “domains.” Examples in-
clude “learning new skills” and “acquiring knowledge.” While both of
these outcomes connect to an increase in personal resources, they
also relate to self-advocates’ sense of competency (associated with
good functioning and satisfaction of needs in the Dynamic Model).
In such incidences, the authors discussed and agreed upon a “pri-
mary” domain, while noting where it was important to draw atten-
tion to the interconnectedness of outcomes and their relationship

with different domains.

2.7.2 | Coding

The form of synthesis was selected as it is related to the nature of the
research questions posed (Dixon-Woods, Agarwal, Jones, Young, &
Sutton, 2005). The present authors synthesized the extracted data
by deductive methods. Once the data had been coded by the first
and second author, all authors critically examined the coding and
reached consensus.

3 | FINDINGS

The key findings are structured according to the domains of the
Dynamic Model of Wellbeing, with additional issues unpacked dur-

ing the data analysis.

3.1 | External conditions

According to NEF, the domain of external conditions includes the
material, social and economic circumstances of a person's life, such
as income, work, education, housing, social connections and living
standards. In our review of the included papers, the present authors
identified the following examples of how self-advocacy impacted
upon people with intellectual disabilities’ external conditions, for
example:

e New friendships and expanded social networks;

e Opportunities for work (in paid or non-paid employment,
volunteering);

e Support to access information and resources (e.g. information
about benefits, housing);

e Support to make changes in external conditions (e.g. housing, re-

lationships, work).

In relation to friendships and extended social networks, partici-
pants in Beart, Hardy, and Buchan's study (2004) describe the positive
social environment that self-advocacy provides, enabling the creation
new relationships. These relationships often became a new source of
practical and emotional support for people with intellectual disabilities.

This is also supported by other studies included in this literature review
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(Caldwell, 2011; Frawley & Bigby, 2015; Garcia Iriarte et al., 2014;
Gilmartin & Slevin, 2009; Goodley et al., 2003). Mineur et al. (2017)
in this context write about increased social capital, as people with
intellectual disabilities engage in more social relationships (including
online, via social media). Expanding people's social networks was also
described as a key tool in relieving boredom (Anderson & Bigby, 2017,
p. 115): “there's always something going on here. Outside, at home,
there's nothing to do. It's really, really boring.”

In some studies (Beart et al., 2004; Frawley & Bigby, 2015), the
participants mentioned that their self-advocacy organization pro-
vided them with supportive work opportunities. In addition, oppor-
tunities to sit on boards, reference groups and advisory committees,
as well as to present at conferences and work on joint campaigns
with other organizations, were provided by self-advocacy organiza-
tions (Frawley & Bigby, 2015; McNally, 2003), although one paper
described these opportunities as “tenuous” (Caldwell, 2010). In some
cases, self-advocacy organizations appeared to be providing oppor-
tunities for a different type of employment; work that people felt
equipped and supported to do, in contrast to previous experiences:

| can't even work either. | can't work. That's why I've
got a job here (at the group). | used to work at... on
1998. 1 think 1998. 1 didn't like it there. We didn't have
support. (Beart et al., 2004, p. 97)

This was reflected in a more recent paper, where a self-advocate
spoke with great enthusiasm about her experiences of working at the
organization: “That's why | love working here, because | come in and
(...)...it's not like, “Oh, god, I've got to go to work!” It's like, “Alright! Let's
go!” (Strnadova et al., 2018, p. 1,096).

People involved with self-advocacy organizations also received
(Anderson & Bigby, 2017; McNally, 2003) or anticipated receiving
support from these organizations in making changes to the exter-
nal conditions of their lives, such as housing. In some cases, the
changes in external conditions came on smaller, yet still significant
scale—such as having an opportunity to make a choice about one's
breakfast (Anderson & Bigby, 2017). McNally (2003) also mentioned
the important role self-advocacy organizations played in supporting
their members to access relevant information and resources. Finally,
Power and Bartlett (2018a, p. 573) identified that self-advocacy was
important in helping people to cope during difficult points in their
life, primarily through providing a support network that people could
rely on:

if there wasn't groups like that, at the Frog and Parrott [pub],
helping me to tick on, especially when the lowest point of my life, |
used to say I'd be looking for a dog and a cat and triangle and I'd be

on the street. (Henry, 60s).

3.2 | Personal resources

According to the Dynamic Model of Wellbeing, personal resources

are the attributes that individuals hold that have the capacity to

wiLEy-L

support their well-being. In our reading of the literature, the present
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authors identified the following examples of self-advocacy's impact

on individuals’ personal resources:

e Developing self-esteem and the confidence to speak up for one-
self (and others);

e Learning new skills;

e Acquiring new knowledge;

e Changes in self-concept.

A number of papers reported that participation in a self-ad-
vocacy group led to members gaining self-esteem and developing
more confidence to speak up for themselves and others (Anderson
& Bigby, 2017; Beart et al., 2004; Caldwell, 2011; Clarke et al., 2015;
Garcia Iriarte et al., 2014; Gilmartin & Slevin, 2009; McNally, 2003;
Mineur et al., 2017). One self-advocate from Mineur et al’s study
(2017, p. 8) commented that joining a self-advocacy group resulted
in “my self-esteem and my self-confidence (being) at its peak today.”
An increase in self-confidence resulted in people feeling more com-
fortable to articulate what would make their lives better, as well as to
complain about issues they were unhappy about. In some cases, the
literature reported tangible improvements to people's daily lives as a
result of people's increased self-esteem and confidence to challenge
the status quo (Beart et al., 2004, p. 37). This was shown to enable
people to take more control of their lives, providing a foundation for
greater levels of automony, an outcome of the well-being domain
“good functioning and satisfaction of needs” (Beart et al., 2004).
Increased levels of confidence could be also ascribed to a commonly
experienced change of lifestyle, within a safe space (Anderson &
Bigby, 2017).

Learning new skills through participation in self-advocacy
was a common theme in the literature (Anderson & Bigby, 2017;
Caldwell, 2011; McNally, 2003). People with intellectual disability
learnt new skills in their self-advocacy organizations, such as deci-
sion-making (Gilmartin & Slevin, 2009; Mineur et al., 2017), making
choices (McNally, 2003), skills for developing friendships (Anderson
& Bigby, 2017), travel training and community safety (Anderson &
Bigby, 2017), leadership skills (Caldwell, 2010) and research-related
skills (Garcia Iriarte et al., 2014), to name a few. This learning process
was mutual and happened in a space of psychological safety (Clarke
et al., 2015). Due to their involvement with a self-advocacy organi-
zation, they came across opportunities that they did not have before
(e.g. speaking at conferences, taking part in training courses in order
to develop self-determination and self-advocacy skills). This led to
empowerment at an individual and collective level (Anderson &
Bigby, 2017; Gilmartin & Slevin, 2009). Another skill set highlighted
in the literature was that of “relational abilities,” which entails devel-
oping greater empathy and understanding of others, and learning
how to communicate more effectively with a wide range of people
(Mineur et al., 2017). Another paper emphasized the importance of
learning to say “no” when required (Clarke et al., 2015).

Self-advocacy also offers numerous opportunities for people to

acquire new knowledge, either about oneself (Strnadova et al., 2018);
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other people (Clarke et al., 2015); or the social world (Chapman,
2004; Tideman & Svensson, 2015). Papers described how self-ad-
vocacy taught people about their rights (Gilmartin & Slevin, 2009),
different service models (Clarke et al., 2015) and supported people
to view previous stigmatizing incidences through a different theo-
retical and experiential lens (Beart et al., 2004; Caldwell, 2010). This
latter point was crucial in helping to shift people's self-concept.

The present authors were struck by the number of papers that
reported the ways in which self-advocacy had changed people's
self-concept, otherwise described as “self-identity.” Being part of
a self-advocacy group appears to open up possibilities for multiple
new positive self-identities, such as becoming an independent per-
son (Anderson & Bigby, 2017), becoming a more respected person
with status (Beart et al., 2004) and becoming more skilled and so-
cially confident (Mineur et al., 2017). Some research indicated that
through self-advocacy group membership some individuals came to
view their intellectual disability as an aspect of their lives to be cel-
ebrated, rather than something to be ashamed of (Caldwell, 2010;
Gilmartin & Slevin, 2009; Tideman & Svensson, 2015). In the main,
the literature suggests that self-advocates are somewhat ambiv-
alent regarding their explicit embracing of an “intellectually dis-
abled” identity following engagement with a self-advocacy group.
However, some self-advocates did find new meanings in their pre-
vious experiences and began to imagine different and more positive
futures for themselves as a result of participation in the group (Beart
et al., 2004).

... they expressed a strong, bold social identity that
challenged the core of notions about passivity and
incapacity on the part of people with intellectual dis-
ability. For example, Trish from Green group defined
a self-advocate as a person who can “just stand up
and be counted, that’s how | feel. | really can do that.”
(Anderson & Bigby, 2017, p. 115)

3.3 | Good functioning and satisfaction of needs

In the Dynamic Model of Wellbeing, the domain of good functioning
and satisfaction of needs relates to four core outcomes: autonomy;
competency; safety and security; and connectedness to others. The
present authors reviewed the included papers to find examples of
these outcomes, such as:

o Self-advocates experiencing a sense of connectedness, particu-
larly in terms of self-advocates positioning themselves within the
wider intellectual disability community;

e Self-advocates using their increased confidence and self-esteem
to take control and fight for their rights;

e Self-advocates acquiring competency through their involvement
with the group;

e Self-advocacy providing a safe psychology space for people to try

new things and to experiment with different social identities.

Most of the reviewed articles described diverse ways in which
being a part of a self-advocacy organization contributed to peo-
ple's good functioning and satisfaction of needs. Self-advocates
talked about how participation in the organization had widened
their social networks and helped them develop new friendships,
both with other people with intellectual disability and with people
outside their self-advocacy organizations. This was critical in com-
bating loneliness (Mineur et al., 2017; Power & Bartlett, 2018b)
and led to gaining a sense of camaraderie via shared stories, jokes
and memories of the group that developed over time (Anderson
& Bigby, 2017; Clarke et al., 2015; Frawley & Bigby, 2015; Garcia
Iriarte et al., 2014; Goodley et al., 2003; McNally, 2003; Power &
Bartlett, 2018b). In Strnadova et al.s study (2018, p. 1,096), the
participants reported that self-advocacy provides friendships, re-
spect, being valued and cared for, with some comparing self-ad-
vocacy organizations to home: “I'm more happier here than home,
actually” (Tamara).

Being members of a self-advocacy organization, and mentoring
and supporting others, allowed people to develop a much deeper un-
derstanding of the shared experience of disability. This is described
by one of the participants in Caldwell's study (2011, p. 320):

That was one of my first national experiences. Just
going to that meeting. ... Just seeing all these people
with disabilities. | guess that was one of the first times
| realized that there are a lot of people in this world
with disabilities and a lot of us have the same stuff

in common.

Tideman and Svensson (2015, p. 4) in this context write about
self-advocates’ shared experiences of “otherness,” disability and safe
space to be themselves without a threat of authorities intervening:

When they met at the self-advocacy group, they
could show themselves to be vulnerable, strong, or
lost without it being seen as a matter for the author-
ities or others who traditionally wanted to sort out
their lives for them.

These shared experiences of people organising themselves in as-
sociation clearly provided a sense of connectedness and seeing the
bigger picture (Frawley & Bigby, 2015; Goodley et al., 2003; Tideman
& Svensson, 2015). This led to acknowledged interdependency
(Caldwell, 2011; Gilmartin & Slevin, 2009; Tideman & Svensson, 2015),
a cultural value of supporting one another.

While acknowledging interdependency, the participants across
the studies were proud of becoming more independent and having
more control over their lives (McNally, 2003).

As discussed previously, self-advocacy provides many opportu-
nities for people with intellectual disabilities to increase their per-
sonal resources. This includes acquiring new knowledge, learning
new skills and gaining the confidence to ask questions and challenge

the status quo. This increase in personal resources often went hand
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in hand with individuals taking on a new role through self-advocacy,
such as becoming a committee member or a chairperson. As demon-
strated in this account, a sense of status often emerged through par-
ticipation in self-advocacy, linked directly to the domain outcome of
competency:

| was a director. | was a director of a role play, about bullying.
Standing for your rights. | were very good. The present authors had
about 70 people come (to a conference). To get our message across
to social services and the police. To make things better for people
with learning disabilities (Beart et al., 2004, p. 95).

In Hall's paper (2005, p. 112), Peter, a man with intellectual dis-
abilities, talks about supporting others in order to “help them to
get the best for themselves.” This speaks to self-advocacy's role in
enabling people with intellectual disabilities to acquire experience,
expertise and credibility. This in turn gives self-advocates a platform
to provide support to others. Providing support to others is not only
an indicator of competency, but also implies the self-advocate has
value and purpose through their role. In addition, supporting others
serves to increase people's sense of connection to the wider intel-
lectual disability and self-advocacy community, reinforcing a sense
of connectedness.

Exemplifying the dynamic nature of well-being, as self-advocates
became valued for their expertise and competency, they experi-
enced not only an increase in self-confidence, but a change in social
identity, leading to a virtuous cycle that served to increase well-be-
ing (Anderson & Bigby, 2017).

Evidence of competency is also cited in reports of self-advo-
cates being connected to a social cause and affecting social change.
In a number of papers, self-advocates described the ways in which
they believed self-advocacy was a platform for social change, and
gave them opportunities to influence policy, shift attitudes and help
make tangible changes to people's day-to-day lives (Gilmartin &
Slevin, 2009).

All of this happens within a space in which self-advocates can
ask questions and voice opinions, and where they can learn to
say “no.” Self-advocacy provides the safety and security required
for people to take risks and make mistakes. These opportunities
for personal development and richer social experiences led to
a more positive sense of self which can counter stigma (Clarke
et al., 2015).

Efforts to help others demonstrated across a number of stud-
ies highlighted the importance of collective action to improve an
individual's functioning, as mentioned by one of the self-advo-
cates in Beart et al.s study (2004, p. 97): “It would be suicidal if
the present authors did things on our own. The present authors
need support from a self advocacy group... and there should be
other self advocacy groups around to give support.” There was
a sense of collective dimension of self-determination, as people
with intellectual disabilities in studies included in this systematic
review worked not only towards their own, but also the collec-
tive well-being for the group (Mineur et al.,, 2017). Strnadova
et al. (2018) also acknowledged that self-advocacy provided peer
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support and opportunities for teamwork, both supporting a sense
of connectedness.

3.4 | Good feelings day-to-day and overall

The present authors acknowledge that studies included in this sys-
tematic literature review were not attempting to measure or report on
people's happiness. Nevertheless, a number of studies did discuss peo-
ple's feelings of happiness, joy and satisfaction linked to self-advocacy.

People involved in self-advocacy organizations felt happy to be
self-advocates (Anderson & Bigby, 2017). They felt respected and
valued (Strnadova et al., 2018, p. 1,096), as expressed by one of the
self-advocates:

...since I've come into this group I've been part of the
group, | feel loved and cared for and everyone here
is so nice and caring and friendly, and they’re always
here for me, so I'm glad I'm here with you guys.

Self-advocacy organisations also relieved people with intellectual
disability from boredom (Anderson & Bigby, 2017). The participants
expressed being happy that they were doing things that matter. It
mattered to them that they were helping other people (Anderson &
Bigby, 2017; Frawley & Bigby, 2015). Some people talked about feel-
ing good about themselves and realising their own potential through
self-advocacy (McNally, 2003). Some experienced a personal transfor-

mation as a result of their participation in self-advocacy:

Gosh, it really gave me a new way to think about
myself. | love myself. | am not saying | am perfect.
Nobody is perfect. | really like the person | see in the
mirror. | hope to convey that to other self-advocates.

They can be great too . . . It really did change my life.
(Caldwell, 2010, p. 1008)

These studies demonstrate that participation in self-advocacy or-
ganizations did support increased feelings of happiness, joy and satis-

faction amongst some people with intellectual disabilities.

3.5 | Otherimportant considerations

In addition to identifying a number of themes across the papers that
mapped directly onto the Dynamic Model of Wellbeing, the present
authors also observed that the theme of bullying, oppression and
victimization emerged in many of the papers the present authors
reviewed (Caldwell, 2010; Clarke et al., 2015; Garcia Iriarte et al.,
2014; Goodley et al.,, 2003; Power & Bartlett, 2018a; Strnadova
et al., 2018). While the present authors did not identify papers

suggesting that self-advocacy had reduced people's experiences
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of bullying or victimization, it was clear that self-advocacy some-
times provided a space in which these disturbing and traumatic
experiences could be discussed and reflected upon. Sometimes
self-advocates were able to re-frame these incidences through their
self-advocacy group, enabling them to view their personal experi-
ences as part of a wider system of oppression against people with
intellectual disabilities. While the literature highlighted that bullying
and abuse have been a feature of many self-advocates’ lives, partici-
pation in a self-advocacy organization appeared to give some people
new tools to manage past trauma more effectively and to take steps

to protect themselves in the future.

4 | DISCUSSION

Our review indicates that self-advocacy may be making a difference
to the subjective well-being of people with intellectual disabilities
in a number of tangible ways. Studies showed that participating in
self-advocacy organizations may change and improve people's ex-
ternal conditions, particularly with regard to the creation of new
and supportive social networks, alongside opportunities for work
and meaningful activity. Self-advocacy can also be seen to improve
people with intellectual disabilities’ personal resources, heightening
self-esteem and increasing confidence. It also appears to provide
an environment in which people learn new skills and acquire new
knowledge. Crucially, this results in many self-advocates reporting
a shift in self-concept following participation in a self-advocacy or-
ganization. Through self-advocacy people may develop capacities
to focus upon and celebrate their strengths, and in some instances,
come to have a more positive relationship with the label and experi-
ence of intellectual disability. The literature also suggests that self-
advocacy enables people to develop new and sometimes multiples
identities, while simultaneously connecting individuals to a wider
disability community.

A number of studies (Anderson & Bigby, 2017; Clarke et al., 2015;
Frawley & Bigby, 2015; Garcia Iriarte et al., 2014; Goodley et al., 2003;
McNally, 2003; Power & Bartlett, 2018b; Strnadova et al., 2018)
demonstrated how self-advocacy can impact upon good functioning
and satisfaction of needs. Improved personal resources provide the
basis for more automony. The safe space of self-advocacy can pro-
vide an environment in which people share previous experiences of
abuse and bullying, re-framing these events through a more political
and structural lens. Self-advocacy may provide tangible opportuni-
ties for people to develop and showcase competency. But perhaps
most strikingly, the studies the present authors reviewed suggested
that self-advocacy offers powerful mechanisms for connectedness.
Some individuals reported the result of such connectedness as quite
transformational.

The studies highlight the relationship between social interaction
and self-development that can occur through self-advocacy. There is
evidence that self-advocacy can provide an environment and a con-

text to build meaning; learn about other people's lives; acknowledge

the resilience of people with intellectual disabilities; develop in-
ter-personal relationships; develop identity; and explore new roles.
It can also be a space in which to try out “new ways of being” (Clarke
et al., 2015, p. 242). Studies show that self-advocacy can also be the
basis for “subtle radicalism,” both supporting individual change and
social activism (Anderson & Bigby, 2017).

It is important to note that some studies touched briefly upon
what might be described as the potential negative impacts associ-
ated with participation in a self-advocacy group, which may serve
to reduce a person's well-being. For example, Beart et al. (2004)
discussed the riskiness for some people of getting involved in
self-advocacy, particularly in relation to managing other people's
concern or distrust of the group (e.g. families or professionals), the
stirring up of past memories, comparisons with the past and the
sense of anger that may emerge as people become more aware of
social injustices. Tideman and Svensson (2015, p. 5) raise the po-
tential vulnerability that comes along with new identities obtained

via self-advocacy:

Even though we have left the epoch of the institu-
tions behind us, the way of thinking that character-
ized this epoch still remains within certain arenas.
In our observations and interviews, we find many
examples of how remaining elements of an overpro-
tective care mentality are still being reflected in soci-
ety’s view of young adults with intellectual disability.
Time after time, we are also reminded of just how
fragile the newly achieved identity of opposition ac-

tually can be.

Mineur et al. (2017) suggested that the impacts of self-advocacy
may be mediated by a number of factors, including people's role and
level of responsibility within the group, and the model of self-advocacy
organization in operation. This is an area of study that warrants further
research. However, despite the potential negative impacts associated
with self-advocacy in relation to well-being, our systematic review pro-
vides evidence that for many people these appear to be outweighed
by the positive impact on well-being as a result of participation in a
self-advocacy organization.

The strengths of the papers reviewed here are that they high-
light the ways individuals across groups in different countries
have experienced self-advocacy over several decades. While our
review focused on research that includes the direct contributions
of people with intellectual disabilities (in order to capture data on
subjective well-being), the present authors are mindful that this
raises further issues for consideration. For example, is possible
that one consequence of a review based on self-report alone is
an overstatement of the positive aspects of self-advocacy, and a
failure to consider its weaknesses. Redley and Weinberg's (2007)
paper, not included in this systematic review because it related to
a study of a UK Learning Disability Parliament, pointed to a ten-

dency amongst academic studies of self-advocacy to favour liberal
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models of citizenship which prioritize voice over care, security and
well-being. Furthermore, as Walmsley and Downer pointed out in
1997, few self-advocates have severe and profound learning dis-
abilities—which would preclude their responding to the verbally
based research methods exclusively relied upon for the papers re-
viewed here. The present authors found no evidence as to whether
membership of a self-advocacy group supports the well-being of
such individuals—indeed, they are largely absent in the literature
on self-advocacy. One might add that there is an extensive grey or
non-peer-reviewed literature on self-advocacy, which, for practi-
cal reasons, was excluded from the systematic review, but which
might possibly shed different light.

As part of an inclusive process, the findings from this sys-
tematic review were discussed with the fifth author who has in-
tellectual disabilities. She reported that her own experiences of
being a member and an employee of a self-advocacy organization
for over 20 years aligned with the conclusions of the systematic
review that being a member of a self-advocacy group has a pos-
itive impact on one's well-being. She also highlighted the critical
issue of someone's agency to be able to engage with a self-ad-
vocacy group. She remarked that “If people don't want support,
then you can't help them. And it's their choice.” As demonstrated
in the review, self-advocacy can positively influence well-being,
yet is not always accessible for those in a need of more substan-
tial support.

Last but not least, she reflected that she was surprised that
within the 16 articles reviewed, there had not been more discussion
about what the self-advocacy groups “stand for, what is their mis-
sion and what are their objectives.” As an example, she talked about
her self-advocacy organization, which is grounded in person-cen-
tredness; that is, a person with intellectual disability and their needs
and priorities are at the centre of their work. She acknowledged that
other self-advocacy organizations take a different approach, and
rather than supporting individual self-advocates in their goals, they
instead focus is on a particular issue, for example rights of people
with intellectual disabilities to be parents. She suggested that fu-
ture research should examine the relationship between the model of
self-advocacy organization in operation, and its impact of people's

well-being.

5 | CONCLUSION

This systematic review has shown that participation in self-advocacy
organizations does appear to have significant impacts on the subjec-
tive well-being of people with intellectual disabilities across the four
domains of the Dynamic Model of Wellbeing. In addition, self-advo-
cacy groups can provide a space for people to discuss and re-theo-
rize painful experiences of bullying and abuse. The present authors
have highlighted both the strengths and limitations of the literature
reviewed, notably its reliance on self-reporting. More research is

needed to explore the potential impact of self-advocacy on people
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with profound intellectual disabilities, and different methodological
approaches are required to capture more diverse perspectives. The
present authors also argue that research is needed to explore the
relationship between different self-advocacy models and well-being,
as well as self-advocacy's impact on people with intellectual disabili-
ties’ physical and mental health in the contemporary context. In the
meantime, self-advocacy organizations, statutory authorities, com-
missioners and other funding bodies should be made aware of the
positive impacts of self-advocacy people's well-being as reported in

the literature.
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