Microboards™, Social Capital
and Quality Of Life

Final Report of a Two Year Qualitative Inquiry

AUTHORS: RESEARCH TEAM: RESEARCH PARTNERS: FINANCIAL SUPPORT:
Tim Stainton, Rae Morris, Tim Stainton, Rae Morris, Linda Perry, Vela Canada; Mitacs, Community Living
Celeste Borja; Celeste Borja, Claudia Nei, Zainum Bahadshah, British Columbia, and

Canadian Institute for Shelley Cook; Community Living Vela Canada, through the
Inclusion and Citizenship Canadian Institute for British Columbia

Inclusion and Citizenship

Mitacs Accelerate Program

C
"]
0

THE UNIVERSITY OF BRITISH COLUMBIA

Canadian Institute for Inclusion and Citizenship

if



CONTENTS

17

20

21

23

24

Microboards™, Social Capital and Quality
Of Life

Background
Methods

Results

Discussion
Limitations
Recommendations
Conclusion

References

MnJacs

COMMUNITY LIVING
BRITISH COLUMBIA



Microboards™, Social Capital
and Quality of Life

Final Report of a Two Year Qualitative Inquiry

Sept 01, 2020
CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP

Persons with disabilities (PWD) may face multiple barriers to establishing relationships
and becoming involved in their communities, which can limit opportunities for

MICROBOARD™ generating and maintaining social capital (Dimakos et al., 2016; Kampert & Goreczny,
2007; Mithen, et al., 2015). Social capital has received some attention in the

A small group of people intellectual and developmental disability (IDD) field (eg. Shpigelman, 2018; McClimens

who have agreed & Gordon, 2009; Mithen, et al., 2015; Widmer, et al., 2008) and provides a useful lens

to collaborate with to measure the extent of relationships, understand the nature of relationships and,

an individual with a help to identify how we can develop and maintain these relationships. Quality of Life

disability to form a (Qol) has received significant attention in the IDD field (eg. Brown et al 2009; Beadle-

person-centered ‘board’. Brown et al 2016; Reinders H. & Schalock 2014). While distinct concepts, the two have

multiple intersections with social connections and relationships being a critical variable
in QoL outcomes. One community-based initiative with the potential to address gaps

in social capital among individuals with IDD and thereby improve QoL is Microboards™
(MB). MBs are small groups of people who have agreed to collaborate with an
individual with a disability to form a person-centered ‘board’. MBs have generated
anecdotal evidence and some research support (The Women's Research Centre, 1994)
for the positive impacts they can generate on the enhancement of social capital for
persons with disabilities, but there is limited formal research to date on the impacts of
MBs on individuals and communities. The research project reported on here sought

to examine through qualitative interviews with MB members, how MBs may help to
connect people to their communities and serve as a means to enhance and sustain
social capital and Qol for people with IDD.
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Background

MBs were first developed in British Columbia in 1990 to provide information to
friends and family members of PWD who wished to move away from the traditional
block funding model towards a network based individualized funding approach (Vela
Canada, n.d.). Since its inception, Vela Canada, the nonprofit society dedicated to MB
development and support, has helped to create over 1200 MB in the province. Vela
Canada has also supported the development of MBs internationally with strong MB
foundations in Northern Ireland and Australia. A MB is usually comprised of a small
group of dedicated friends and family who “join together with the individual to create
a non-profit society (board)” (Vela Canada, 2015). This non-profit society is solely
dedicated to support the single individual. Vela Canada’s mission is:

“To promote and secure innovative and individualized
community options for people with disabilities.”

Vela does this by providing:

* support and encouragement to think about what a good life means to you;
* person centred planning;

* networking opportunities;

* information and education;

* facilitated problem solving;

* service development;

* budget creation;

* negotiation support;

* sample employment documents; and
= assistance with paperwork

(Vela Canada, n.d.)

The purpose of a MB may include, but is not limited to, helping an individual “plan
his/her life, brainstorm ideas and problem solve, advocate for what he/she needs, do
fun things together, connect [an individual] to his/her wider community, and monitor
services and ensure he/she is safe” (Vela Canada, 2015).

2 | CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP
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Social capital refers to the “connections among individuals—social networks and the
norms of reciprocity and trustworthiness that arise from them” (Putnam, 1995). As
Woolcock (1999) notes: “The basic idea of social capital is that a person’s family,
friends, and associates constitute an important asset, one that can be called onin a
crisis, enjoyed for its own sake, and /or leveraged for material gain.” Quality of life

is generally understood as the extent to which we feel satisfaction and fulfilment

in our personal and social experiences, but this term has many different definitions
depending on the context (Phillips, 2006). In relation to social capital, quality of life

is understood as existing within a ‘collective context” which encompasses broader

societal factors and the ways in which these factors can affect the well-being of
individual people within a community (Phillips, 2006). MBs then, can be seen to
represent an intentional means of building and sustaining social capital and QoL.
The connection between MBs and social capital and QoL can be seen clearly in the
expectations of MB members:

“All Microboards™ facilitated by Vela use the following principles and functions as their
building blocks for development:

1. Microboard members must establish and maintain a personal relationship with the
person for whom the board is created.

2. All people are assumed to have the capacity for self-determination. This capacity
will be acknowledged, respected, and demonstrated in all of the dealings of the
Microboard.

3. All planning and decisions made by a Microboard will demonstrate regard for the
person’s safety, comfort, and dignity, with consistent respect for his/her needs,
wishes, interests, and strengths.

4. Microboard members will act as sponsors to the community, ensuring the person
participates in community activities with Microboard™ members (e.g. family
functions, social events). This is done in ways that are natural for each of the people
involved.

5. Ensure the person has the opportunity to both receive from and give to his/her
community, as well as with other individuals in his/her network.

6. All Microboard members will conduct their board business in the spirit of mutual
respect, cooperation, and collaboration.” (Vela Canada, 2015)

Research has shown that persons with disabilities (PWD), specifically those with

intellectual disabilities, face difficulties establishing relationships and becoming
involved in their communities (Dimakos et al., 2016; Emerson & McVilly, 2004;
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Kampert & Goreczny, 2007; Lippold & Burns, 2009; Mithen, et al., 2015). This social
isolation can cause serious challenges to attaining social rites of passage, such as
employment, marriage or parenthood. (Dimakos et al., 2016; Duggan & Linehan,
2013). Ultimately, this results in a downward spiral of PWD experiencing even greater
discrimination, marginalization and isolation, and precludes their full inclusion into
society (Duggan & Linehan, 2013; Jahoda & Markova, 2004, Pretty, et al., 2002). In
addition, PWD may not always receive the disability-related supports they need to
reach their full potential, thus further hindering inclusion. Many self-advocates with
IDD prioritize a desire for increased inclusion in their communities over and above

a desire for positive change in other areas of life including socialization, vocation,
personal possessions, and personal activities (Kampert & Goreczny, 2007).

One practical way of facilitating community inclusion for PWD is to increase social
capital, which is characterized by the formation of positive relationships and support
networks (Duggan & Linehan, 2013). It has been documented that when PWD have
more individuals in their support network, they have “better communication skills,
healthier emotional functioning, more positive coping strategies and a better grasp
of life skills” (Dimakos et al., 2016; ). By establishing positive relationships between
PWD and other members of society, barriers to supports and resources can be
eliminated, and individuals can work together to achieve common goals (Chenoweth
& Stehlik, 2004; Kampert & Goreczny, 2007). Furthermore, when discrimination
does not accompany social contact, PWD are given the opportunity to demonstrate
their strengths, capabilities, and desires, thus allowing them to be valued and
accepted by society (Devine & Parr, 2008). Therefore, increasing social capital
strengthens communities, which can further help members of society to support PWD
(Chenoweth & Stehlik, 2004).

When social capital is increased, not only are benefits seen for PWD, but all members
of society can experience reciprocal gains. Greater social capital and larger social
networks can significantly increase trust between individuals, and can facilitate
greater happiness and life satisfaction (Koutsogeorgou et al., 2013). Thus, when
individuals experience a higher Qol, health and well-being can also be improved
(Allan, et al., 2009).

The idea of MBs increasing social networks for PWD is a relatively new concept

and there is limited literature surrounding the impacts MB have on individuals and
their respective communities. The current study was conducted to determine the
outcomes and added values of MBs, both for PWD and other members of society. By
inviting PWD who had a MB and MB members to participate in qualitative interviews,
we sought to evaluate the effects of MBs on individuals’ social capital, QolL, self-
determination, and community inclusion. Ethics approval for the study was obtained
through the University of British Columbia Behavioural Research Ethics Board.

4 | CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP



MICROBOARDS™, SOCIAL CAPITAL AND QUALITY OF LIFE
FINAL REPORT OF A TWO YEAR QUALITATIVE INQUIRY

Methods

RECRUITMENT

Prospective participants were identified via purposeful sampling based on their
involvement in a MB in British Columbia supported by Vela Canada. Information
about the purpose of the study, process of participation, and study team information
was shared by Vela Canada with 212 individuals including persons with IDD, board
members, and community members. Participants were invited to either reach out to
the research team or to provide informed consent to be contacted by the research
team to discuss further if interested. Potential participants were informed that
agreement to be contacted does not equal agreement to participate. 31individuals
agreed to be contacted and were screened for inclusion criteria by the research team.
21 people were contacted by the research team to provide further information on the
process and purpose of participation, including confidentiality and informed consent
information.

SAMPLE

Potential participants were included if they were over the age of 18, were a resident of
British Columbia and currently involved in a MB, and were capable to provide informed
consent. Participants that did not meet these criteria were excluded from the study.

If otherwise eligible, individuals who did not wish to participate or who revoked
their consent during or after participation were excluded from the study and their
information and details were deleted.

PROCEDURES

Historically, research that includes participants with IDD has involved the use of
quantitative data collection and analysis, which can capture important information but
may miss some aspects of the stories and experiences of individuals in this population
(Altman & Barnartt, 2000; Beail & Williams, 2014). The last several decades have
seen a push to better incorporate the voices and lived experiences of individuals

with IDD into research (Boxall & Ralph, 2011; Crook, et al., 2016; McDonald, 2012).
The current study utilized a qualitative methodological approach as an initial form

of data collection that allows for the emerging thematic content to be dictated by

the participants more than by the researchers (Di Lorito, et al., 2017; Milton, 2014).
Semi-structured interviews were conducted in person or by phone with a member of
the research team and were audio-recorded and transcribed verbatim for thematic

CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP | 5
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analysis using NVivo12, a qualitative data management software program (QSR
International, 2018). Informed consent was established at several points during the
recruitment and interview process, and participants were informed that their decision
to participate at any level would not be relayed back to the community organization
and would have no impact on their relationship with the organization or future funding
opportunities. An adapted informed consent form using accessible language was
provided to participants with intellectual disabilities.

ANALYSIS

Analysis of emerging themes was conducted simultaneous to data collection. Data
collection was continued until saturation of themes was reached (Guest, et al., 2006).
Triangulation of emerging themes was conducted via team analysis and consensus

as well as member-checking through conference presentation and discussion with
subject matter experts and individuals with lived experience with a MB as per
qualitative methodological rigour guidelines (Morse & Field, 1995).

6 | CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP
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Results

DEMOGRAPHICS

The final sample included a total of 21 participants (3 with IDD, 15 board members, 2
staff, and T community member), representing 13 MBs spanning an average duration
of 2.29 years (2-22 years). The majority of interviewees (57%) were mothers (and
simultaneously board members) of the person with IDD receiving supports, and

the age of the person with IDD receiving supports ranged from 20-55 years (mean

= 33.72). Participants were located in various regions of the province, including
Vancouver Island, Northern BC, Okanagan, Mainland Vancouver, and Interior BC;
though most participants hailed from the Lower Mainland Vancouver area. See Table 1

for detailed demographic information. 57%

OF INTERVIEWEES

Table 1: Demographic Results WERE MOTHERS
(and simultaneously
board members)

Participant Demographics Group Total

Parent and Board Member 12

Board Member only
Participant Category Self-Advocate

Staff

Community Member

— N W W

20-30
31-40
Age Range of Person with IDD 41-50
51-60
Unknown,/not shared

Vancouver Mainland

Vancouver Island
Geographical Region Interior BC

Okanagan

Northern BC

AGE RANGE OF PERSONS
RECEIVING SUPPORT

20-55

YEARS

—_ o NN wW N WwWwwN

1-10
Length of MB 1-20
in Years 20+

Unknown,/not shared

—_ W O W
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MBs serve as a “vehicle”
upon which several mediating
characteristics contribute

to outcomes that include an
increase in both social capital

and quality of life.

QUALITATIVE RESULTS

Despite the expectation that participants would identify MBs as having a direct impact
on social capital of individuals with IDD, this direct association was not reported

by participants. What emerged instead was an overall finding that MBs serve as a
“platform” or “vehicle” upon which several mediating characteristics more directly
contribute to outcomes that include an increase in both social capital and QoL among
persons with IDD. This is exemplified by the following participant quotes:

Our Microboard is the vehicle that we were able to actually have a program and have
the funding to pay [our support] people.

The Microboard is in the background making sure she is happy enough and keep
sending money.

We use our Microboard as our sounding board right now—asking for advice, asking
for help if we needed...It's a safety net is what it is.

The outcomes of MB involvement grouped into two major themes: Quality of Life
(Qol) and Social Capital; and the mediating characteristics of MBs that were identified
were: Autonomous, Person-Centered, Empowering, and Interconnected (see Figure 1
below).

Quality of Life Social Capital
Safety Community integration
Stability Friendships and
Self-determination relationships

Microboard

«
3
©
[e]
=
s
s

4 >
Plerconnect®
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OUTCOMES OF MB INVOLVEMENT

THEME 1T — QUALITY OF LIFE. Although QoL was not directly asked about in
the interviews, many participants spoke about increases in general well-being,

health, safety, stability and self-determination of the individuals supported by the Having the Microboard just makes
MB as a result of the outcomes of MB decisions including hiring of good quality it really flexible for somebody
employees for daily supports. Many participants noted that these areas of life felt with such high complex needs
less than ideal before having the MB in place. to not just exist, but to truly live.

And without the Microboard, [he]
| think the Microboard has been very good for us and for [him], otherwise [he] would wouldn’t have the unique, rich life
not be where he is today. They have helped us to get him out of the group home and that he does have.

into his home....He has had a good 20 some years with us that he has been really able
to enjoy life and be with the family.

Having the Microboard just makes it really flexible for somebody with such high
complex needs to not just exist, but to truly live. And without the Microboard, [he]
wouldn't have the unique, rich life that he does have.

| think since forming the Microboard there has been a big improvement in the overall
awareness because when he was in the group home before, he was [...] almost like a
zombie. [...] Since having the Microboard and having him at home, he has really
come out a lot more. He is a lot more expressive about what he wants and the way
that he wants things done. [And] | think it's because we are giving him a chance to
express himself.

Safety = * Community Integration
Stability = \:\\e * Friendships and
Self-determination » (‘ Relationships
§ %
$ %
(o4 > FIGURE 1.

QUALITATIVE
FINDINGS MAP
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He knows his community, he
knows his rec centre, he knows
all of his neighbours, everybody
at the shopping centre

THEME 2 — SOCIAL CAPITAL. Participants noted that they observed or experienced
an increase in social capital of the person being supported, specifically community
inclusion, friendships, and relationships (including personal and professional). One
participant noted:

There's the benefit of a group of people that are not really part of that whole world but now
we are part of it...we understand the needs and understand what real inclusion looks like
much better than we did before we joined [the Microboard]. And all of those things wouldn't
have happened if [he] was looked after by a major nonprofit organization that does it for a
wage.

He knows his community, he knows his rec centre, he knows all of his neighbours, everybody
at the shopping centre. [...] There's somebody else that knows where he’s gone, he has all of
those people’s numbers and things on his phone that if he needed some help and he couldn’t
get a hold of his home share or a friend or whatever, he knows who he could talk to.

Many participants clarified that this increase was not directly a result of the MB itself,
but instead was due to the front-line employees that were hired by the MB to support
the person with IDD. Many participants noted that the ability to self-select, hire, and
manage these employees created an opportunity to employ people who felt like the
best fit to support the person with IDD in a positive way.

His worker is flexible so if there’s a good play production going on, then she will take him to
plays in the evening and adjust her work hours. [...] That really helps him to participate in the
community.

Because of the inclusion funding that’s available there, the workers that we've had have,

for example, set up monthly Guitar Hero parties and invited lots of other folks from the
community that have barriers as well and don’t get included in much. And so she’s created a
social network of people that are often of the fringes of community.

We're so lucky that we have these people, but | think it partly is [her] personality, like they
love [her]. They love being with her. [One of her workers] says, “I get so much out of working
with her.”

[She] lives with [home share provider] now. They've had this decades relationship. They
love each other. When you call there and get their phone message [...] it's obvious from the
message machine that [she] is a part of that family. It's great.

10 | CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP
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MEDIATING CHARACTERISTICS OF MBs

When asked to identify what aspects or characteristics of MB processes contributed
to the outcomes identified, participants’ responses clustered into four themes:

Autonomous, Person-Centered, Empowering, and Interconnected. You can look in the mirror at the
end of the day or the morning and

THEME 1 — AUTONOMOUS. Participants noted that MBs are autonomous, know and feel that you have some

meaning that they provide a sense of control and flexibility for individuals and their control over what happens

families over affairs such as budgeting and handling finances, creating their own
programs and services, hiring staff, choice of environment/where to live and being
able to take their funding and program wherever they go. Participants felt that this
autonomy gave them the flexibility to make decisions related to funding, functioning,
and resources, based on the context and individual circumstances of the person with
IDD at the centre. This theme was captured by one participant who stated:

Even though it is work, you can look in the mirror at the end of the day or the morning and
know and feel that you have some control over what happens. And | think for all parents,
it's not that you want to control anything it's just that you want to be able to be part of
maybe the decision-making.

Another participant stated:

There are just so many people who don't know what a Microboard is and every time [ tell
them, especially if they know the things that [he] has been involved in, | just say you know
the stuff he is doing, | couldn't do that if | didn't have the Microboard. [...] | am so grateful
for that kind of autonomy and the advocacy of being there on those really essential things
to make it so that we could do that, as opposed to institutionalizing. That has just been
invaluable. As | eluded to before, it really has gone into all the realms, social, the physical
and relationships, in order to being able to hire a support person the way that we want to, it
has maximized his potential as a person.

THEME 2 — PERSON-CENTERED. Participants spoke about MBs as being person-
centered in that decisions and resource allocations are decided and adapted to meet

the needs or goals of the individual with IDD for whom the MB was created. Across ..the function of the Microboard
all participant stories, the person receiving supports was invited to collaborate is to surround an individual, to
with the board in discussions and decision making processes, including place of support them, to connect them, to
residence, activities, and opportunities to be included in the community. One make sure that they have a voice.

participant noted:

Having the Microboard just makes it really flexible for somebody with such high complex
needs to not just exist, but to truly live. And without the Microboard, [he] wouldn't have
the unique, rich life that he does have. He wouldn’t have the physical care where he can get
in specialized equipment to keep his physical body okay, to keep him cooking, to enjoy some

CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP | 11
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MEDIATING of these activities that he enjoys. He would not have the life that he has if it was not such a
CHARACTERISTICS unique—without the Microboard. It's just so person-centered.
OF MBs

Another participant stated:

| think what the function of the Microboard is to surround an individual, to support them,

to connect them, to make sure that they have a voice, that not only their needs are being
met but that what they want to accomplish in life. We support them in accomplishing those
things, whatever goals they have again we support them in accomplishing them to the best
of their ability.

AUTONOMOUS

THEME 3 — EMPOWERING. Participants reported that the MB served to promote
empowerment of the individual receiving supports, as a result of the members of
the board being invested at a personal level in the visions and goals of the individual.
Participants noted that board members took on the role of supporting individuals

in overcoming obstacles to get closer to their visions and goals. Additionally, board
members take on the challenge of seeking out opportunities for individuals so they
can flourish in their communities (i.e., finding/creating relationships and friendships,
finding employment, advocating for community inclusion, developing life skills) and
developing a sense of pride in their own achievements. The MB helped to facilitate

PERSON-CENTERED

EMPOWERING . S
avenues and opportunities to promote self-awareness and self-determination, and to
maximize an individual's potential for independence. One participant noted:
At the beginning [she] would just not talk, she was so mad and upset and traumatized [...]
But finally we got it so that these big sheets of paper and all colored markers and it was
' ? ? i ?
INTERCONNECTED like, what are [her] dreams? What are her hopes? What does she see in one year? What

kind of people does she want?... What kind of jobs does she want to do? It was just a vision,
[her] vision and we really supported her. [...] It was [her] dream and they wrote it all up
afterwards and it was so empowering for [her].

Another stated:
| think we gave him a lot of opportunities to come out and enjoy things and he did, yeah. He

tells us what he likes and what he doesn't like. We therefore incorporated all the things that

He tells us what he likes and we thought he would like for him and he really came alive with all the things.
what he doesn't like.

12 | CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP
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THEME 4 — INTERCONNECTED. Participants noted that having multiple board
members allowed for a variety of values, connections, experiences, expertise, and
perspectives to influence the decision-making process. Additionally, board members
often acted as a source of support, including both direct support and indirect support
such as leveraging their networks to connect the individual to the broader community
in various ways. One participant stated:

The Microboard contributes to [the person-centered planning sessions] along with the staff,
by generating ideas and other ideas for connections to community and certainly the people
who are local have brought their networks to [the individual’s] life and their circles as well.
So their involvement is both direct and oversight.

Another said:

Having the Microboard step in around some of these difficult decisions was so invaluable to
me because it was now shared decision making with a network of people bringing a variety
of perspectives. | felt really well supported and | kind of feel like [my husband] and | could die
because we've got these very committed people overseeing [our daughter’s] life and services
and supports. You know, it's so comforting to us to share this with people who have made
such commitments to [her] life and that's huge for me.

One participant provided specific examples of board members using their networks to
connect and include the supported individual into community events or projects:

We have one of our board members that sits on the arts council. And when the arts council
was doing a Christmas craft fair, [he/individual] was invited to make some crafts and sell
them and display them at the craft fair as well. And so that was like through the Microboard
and those connections he got to be involved in that—in the arts council when they were
doing different things in the community.

A prior board member is a teacher and so she connected with another teacher in
town. So [he/individual] is now invited and participates in an elementary classroom
where the students read to him once a week. And so out of that he was able then to
go skating with that classroom and also when they went downhill skiing, went on a ski
trip, he was able to participate.

Having the Microboard step in
around some of these difficult
decisions was so invaluable to me
because it was now shared decision
making with a network of people
bringing a variety of perspectives.

| felt really well supported...

aY

CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP | 13



MICROBOARDS™, SOCIAL CAPITAL AND QUALITY OF LIFE
FINAL REPORT OF A TWO YEAR QUALITATIVE INQUIRY

... Over 17 years we've run into
things that’s been new for us and
just to know that they're out there
for us to help us through difficult
times, to inspire and motivate

us through the sharing of other
Microboard people, | don't think
we could do this without their
expertise and support in the

background.

ADDITIONAL THEMES

A number of additional themes emerged from the data that were less prominent
than the key themes but were mentioned by more than two participants. Some
participants spoke to the benefit of working with a facilitating organization who
supported the setup of their MB and who engaged in broader advocacy efforts for
MBs and for persons with IDD. Additionally, few notable challenges were mentioned
including limited availability of resources, workload being shouldered by one person,
administrative barriers, and concerns about sustainability of the MB system over
time.

Benefit of Facilitation. Some participants expressed appreciation for having the
support of an organization who facilitated the initial setup of their MB, and whose
support they continued to feel on both an individual MB and broader advocacy level.
One participant stated:

| feel like I'm really thankful that we have the Microboard but we also have the support of
[facilitating organization] behind us...someone is always available. Maybe | won't have my
regular facilitator, but | know that | can get in touch with head office and there's several
people that | can talk to there. And of course, they can have all sorts of other ideas right,
because we're newbies, we're still trying to figure things out.

Another stated:

We could not do this without [facilitating organization]. | think that’s critical to mention.

I had no idea how to form a non-profit society or put a budget together for funding. | had

a vision, a dream of what a good life would look like for [person with IDD], and | could not
have done this without [facilitating organization]’s staff walking beside us every step of the
way in the early stages. And also, over 17 years we've run into things that's been new for
us and just to know that they're out there for us to help us through difficult times, to inspire
and motivate us through the sharing of other Microboard people, | don't think we could do
this without their expertise and support in the background.

14 | CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP
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Limited Availability of Resources. Of all the challenges mentioned, the most
common across participants was discussion of limited availability of resources,
particularly limited funding, programming, and available employees. Participants
spoke about how difficult it was to find and retain good quality employees when
the funding provided was not sufficient to compete with the wages and benefits
offered by unionized organizations. Participants noted that limited opportunities
for affordable programming and high turnover rates of employees lost to higher
paying roles at times was limiting to opportunities for participation and inclusion.
One participant noted:

The lack of adult programming in the community after hours [...]—there’s really nothing @
after 3 o'clock for sort of that adult type persons with disabilities can engage in and go

out and meet new people, is challenging.

Another stated:

The number one issue is always staffing and everything flows out of that. If we had
enough money that would be competitive with what other support people are making,
then | would be able to hire people that are more steady and there wouldn't be the
turnover and there would be more availability. [...] The turnover rate is pretty high, even
when | do a lot of things to try and attract and make it as good as possible, it is a huge
issue. That one thing alone, it pervades everything.

Workload on one Person. Some participants noted a lack of equality among board
members taking on responsibilities associated with organizing and maintaining
the MB. This theme was notably mentioned by participants who were mothers

or primary caregivers of the person being supported. For example, one mother
stated:

Basically I do all the work. | do all the work. [...] | have been the president since it started.
Nobody seems to want to do the job, so that is the way it stayed.

A few of the mothers noted that taking on the majority of the workload of the

MB was part of their responsibility as a parent of the person being supported.

One mother captured this by stating “Basically, | do all of the administration of

the Microboard and what has happened through it.[...] it is just something that |
do because I'm a mom and it's a holistic thing that way.” The workload being on
one person was noted as exacerbated by challenges recruiting and maintaining
employees, which one participant captured when stating “At the moment, | always
have to pitch in because we can't find anybody. It is very difficult to find staff. We
find it really hard to find and retain staff.”

Administrative Barriers. Some participants noted that certain administrative ‘ .)',
requirements associated with MB processes can be limiting, particularly when
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CHALLENGES these were not able to be adapted for context or individual need. One participant
FACED stated:

Ones that are closer to him typically are ones that are actually being paid by the Microboard
and they are not allowed to be on the Board. A lot of people that really are vested in his life
are not able to be Directors on there, so | can't pass it on. A lot of the ones that worked with
him are a younger generation, like a full generation younger, or his peers and age even, which

HIMITED AVAILABILITY is great, but | can't draw them in that way.

OF RESOURCES

Another noted with regards to a community organization they used:

We tried to bring our own person in [to the program]. [Our worker] was willing to go in
the mornings and help teach [him] but [the organization] wouldn't allow it because it's a
unionized outfit and he cannot come in and work with [him], even if he wouldn't get paid,
he could not work there. That was the unusual thing for us, we were offering and they
wouldn't allow it.

WORKLOAD ON
ONE PERSON

Sustainability of MBs. Some participants expressed concern about the sustainability
of the MB over time as board members stepped down due to retirement, life
transitions, or other personal life circumstances. Participants noted that it was
challenging to recruit younger members into board positions, and therefore many

ADMINISTRATIVE board members were of the same age group and likely to retire from their positions

BARRIERS around the same time. Parents and caregivers expressed anticipatory anxiety about
the sustainability of the MB as they aged into their elder years. One participant noted
As my husband and | age, [...] we are kind of progressing in years and that is a huge concern,
just realizing with health issues and things like that, that we are unable to support the way
that we would like to.
LONGTERM
SUSTAINABILITY Another noted

Right now at this point the Microboard is pretty fragile. Because | know one of the people
that are on it won't be on it next year. And he’s just in a situation where he just doesn’t have
time. [...] We have to find somebody else to fill that fifth place. So | feel in a lot of ways some
of the people that are on the Microboard are just there on paper to keep that number official.
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Discussion

While our research question had been intended to explore how MBs support social
capital of persons with IDD, our findings suggest that this relationship is not direct
and is mediated by several characteristics of MB structures and processes including
person-centeredness, autonomy, empowerment, and interconnectedness. What
emerged was less a linear association between MBs and social capital—i.e. MB
members are the social capital that is leveraged to improve the nature and extent

of relationships and community connections, but a more complex and nuanced
relationship. While there were certainly examples of this linear association,

more commonly it was the basic values of MBs: person-centeredness, reciprocal

relationships, self-determination, control over resources and decision making, What emerged was less a
and a commitment to enhancing community connections, that intersect in linear association between
mutually reinforcing ways to allow MBs to act as a platform for, or a catalyst to, the MBs and social capital...
development and reinforcement of social capital. For example the control over hiring but a more complex and
and flexibility of resource utilization guided by the person’s needs and wishes creates nuanced relationship.

a context which seems to be far more conducive to enhancing social capital and QoL
than more traditional, rigid models of support. The example above regarding the
unionized environment where the person’s worker was not allowed to support him

is a good illustration of how more traditional systems may unintentionally allow the
system or services needs to compromise the person’s self-determination and reduce
the flexibility that allows for more natural connections and participation.

CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP | 17



MICROBOARDS™, SOCIAL CAPITAL AND QUALITY OF LIFE
FINAL REPORT OF A TWO YEAR QUALITATIVE INQUIRY

MBs seek to use social capital to
create the conditions to further
build and extend the person’s

social capital and quality of life.

MBs provide a significant
contribution to the administration
and management of supports
which otherwise would require

paid intervention.

The multiple roles of MBs (planning support, funding administration, human resource
management, decision making support, active participation and relationships, support
coordination) also creates a unique blend of roles which in a more traditional approach
would be filled by multiple persons and agencies, if at all. This seems to enhance the
coordination of these roles in a way which retains a very person-centered focus more
organically than when multiple actors are involved. The set of roles MBs perform
corresponds well with core elements identified with empowerment, self-determination
and a more rights-based approach (Stainton, 2005). By encompassing them all within
the single entity of a MB there seems to be a more sustainable and consistent set

of these key elements than situations where you have multiple actors and agencies
fulling these roles in relative isolation from one another.

While these multiple roles do generate many positives they can also create significant
burden if MBs do not share key roles amongst the members. As noted when
everything or the bulk of the work falls on a single person, usually the mother, this

can create both significant strain but also make the system vulnerable should that key
person no longer be able to fulfill these roles.

The results also shed some light on the relationship between social capital and QoL.
While initially the study focused on social capital it quickly became clear that this was
so bound up with QoL outcomes and ultimately, social capital’s impact is assessed
less through the numbers and nature of connections than how those connections
translate into enhanced QolL. This is not surprising when one looks at QoL indicators
and the multiple intersections with social capital. Virtually every major set of QoL
indicators include some version of social capital as an outcome indicator (see for
example Brown et al., 2013). What the current study elucidates is how social capital is
not just, or even most importantly, an outcome, but a catalyst for other QoL outcomes
such as self-determination, empowerment, intimacy, personal fulfillment etc.

MBs, by intentionally building and leveraging social capital, do seem to provide

a platform for a broad range of QoL outcomes. In a more traditional approach
‘outcomes’ such as employment or community connections are typically developed
through a professional intervention and social capital may or may not ensue from
such interventions. One of the unique aspects of MBs is using social capital as both
and input and an outcome. In other words, MBs seek to use social capital to create
the conditions to further build and extend the person’s social capital and QoL rather
than improvements in social capital and QoL being an outcome only of professional
intervention.
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From a structural perspective, it is clear that MBs provide a significant contribution
to the administration and management of supports which otherwise would require
paid intervention. While the current study is not able to determine in quantitative
terms what this contribution amounts to, there is clearly an economic benefit

to Community Living British Columbia (CLBC) in not having to fund additional
administrative and management supports. On another level, the leveraging of the
MB members' social capital potentially replaces paid intervention in ways which
are more natural and potentially more inclusive than would through paid providers.
Ultimately, where MBs are effective, long term savings may be realized through
growth and improved QoL and social connections potentially reducing the need
for paid interventions as well as minimizing crises and the subsequent need for
intervention.

The majority of participants in this study were mothers or primary caregivers of

the person with IDD receiving services, which generates curiosity about whether
these themes would generalize to MBs that do not include someone in a ‘mother’
role. For example, there is a potential that the challenge identified as ‘'workload

on one person’ may be influenced by the fact that many of the participants being
interviewed had a vested interest in the person receiving supports that may be
beyond that of other board or community members who are not primary caregivers.
Research suggests that parenting a child with IDD within a context where resources
and supports are unavailable or difficult to access can contribute to heightened
stress and feelings of lack of control and helplessness (Fairthorne, et al., 2016;
Knox, et al., 2000). A sense of control and identity as a valued collaborator in care
has been noted by parents of children with IDD as being highly desired (Knox, et

al., 2000). It is possible that this sense of control may be a means of adapting to
and coping with the stress of parenting an adult child for whom the service system
does not provide enough support. A history of these experiences may contribute

to primary caregivers feeling resistant to dispersing the workload among other
members of the MB. Further exploration of this theme is needed before any
conclusions as to the underlying contributors can be made.
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Limitations

This project was conducted in partnership with community stakeholders,
including members of the organization which oversees MB structures

in British Columbia. In order to reduce the impact of this partnership on
our analysis, the data collection and analysis portion of this project was
conducted and reviewed solely by the University research team members.
The community stakeholders were brought back in to member-check

the initial emerging themes, after which further analysis was conducted
independently of community stakeholders.

Despite attempts to recruit a heterogenous group of participants, there

were a few domains that were more significantly represented than others.
For example, most of the participants resided in the greater Vancouver

area of British Columbia which may bias the results to better represent the
experiences of MB involvement in urban areas. Additionally, the majority of
participants in this study were mothers and primary caregivers of the person
with IDD being supported. As a result, the findings may be skewed to better
represent the experiences of mothers more than the experiences of other MB
members and/or the person with IDD being supported.

All of the interviews were conducted by research team members who

were social workers or social workers in training, with both training and
experience in counselling roles. This was a strength of the current study,

in that the interviewers were all skilled in recognizing and discerning their
own assumptions and biases from the participant responses, reducing the
potential for researcher bias to influence the data collection and analysis. At
the same time, clinical interviews and research interviews are vastly different
in process and function, meaning it was important for the interviewers

to regularly check in with themselves to ensure they weren't falling into a
clinical role when discussing potentially difficult topics with participants. This
experience of role conflict is not uncommon among social work researchers
(Mendenhall, 2007). It has been argued that this dual-role tension may arise
in both quantitative and qualitative research, but that qualitative researchers
may be particularly aware of this dual role due to an emphasis on reflexivity
in qualitative research. The dual-role phenomenon provides both challenges
and benefits in research, and in order to reduce the potential for it to impact
the outcomes of a study in a negative way, it has been recommended that
researchers who balance the clinician-researcher role be attentive to when
the dual-role feeling may arise (Hay-Smith, et al., 2016). In the current study,
the interviewers were encouraged to be cognizant of their experiences of
dual-role balancing and engage in internal reflection and peer and supervisor
debriefing in order to navigate this ethically and professionally.
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Recommendations

The results of this project highlight several areas where changes to existing processes and practices may contribute
to positive outcomes for persons with IDD. A number of recommendations are presented for MBs, for community
organizations that provide funding or management of MBs at an administrative level, and for future research in this area.

Be intentional in selecting members who are able to
use their own social capital to build the social capital
of the person at the centre of the MB in ways which
further their personal goals and dreams through
enhancing their social capital and their QolL.

Be intentional in discussing how each member can
contribute and leverage their own social capital to
enhance that of the person at the centre of the MB.

Undertake regular reviews of how MBs are, or could
use, their social capital to further the goals and
dreams of the person at the centre of the MB.

Ensure a balanced set of responsibilities and roles
with particular attention to ensuring that a single
person does not become overburdened with
responsibilities and the MB is simply there to support
them rather than taking an active role in supporting
the person at the centre.

Be intentional about MB sustainability, renewal and
stability.

For MBs For Facilitating Organizations (i.e., Vela Canada)

*  Provide advice, training and direction to new and
existing MBs on the importance of social capital and
on how they can build, enhance and use their own
social capital to further the goals of the MB.

*  Support MB renewal and sustainability through
advice and training with a particular focus on the
importance of sharing roles and responsibilities
amongst members.

* |dentify MBs that have become heavily dependent on
a single member and devise interventions to support
broader buy-in across the MB members or through
supporting recruitment of new members.

*  Advise and support MB on the importance of MB
succession planning.
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For Funding Organizations (i.e., CLBC)

*  Explore how the leveraging of social capital by MBs
can provide transferable lessons for other models of
support.

* Invest through training and funding efforts to enhance
social capital, ideally in sustainable, integrated
models of support.

*  Undertake long term cost benefit analysis of investing
in social capital development and enhancement.

*  Review policies to identify policy barriers to
leveraging social capital.
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For Further Research

Consider exploring the intersecting role of mother and
board member in more detail, as well as conducting
more in-depth analysis of MB structures that do

not have mothers on the board to see if there is any
difference in thematic outcomes.

A subsequent quantitative study may be of benefit
to build upon the current findings and attempt to
broaden the diversity of participants as well as
generalize the outcomes to a wider population of
individuals involved in MB systems.

Explore social capital inputs and outcomes across the
service sector to identify models which are more or
less conducive to enhancing social capital.
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Conclusion

This small scale study sought to explore how MBs use and build social capital to
increase the QoL of persons with IDD. While no absolute conclusions can be drawn
from the study, it is clear that MBs have significant potential for contributing to
improved QoL. Their use of social capital as a tool and the integration of multiple
support roles within the MB suggest that MBs offer an alternative to more traditional
models of support and are better able to leverage social capital than service structures
that rely primarily on paid professional interventions. While MBs are as diverse as their
members, the shared values, principles and approach enhances the likelihood that the
outcomes identified in this study can be realized. The core mediating characteristics
identified in this study—autonomous, person-centered, empowering, and
interconnected—contribute directly to both social capital outcomes of friendships and
relations and community inclusion as well as the QoL outcomes of safety, stability and
self-determination. As noted in the discussion, these variables are not self-contained,
but interact in a variety of ways creating a synergistic effect.

While MBs do face challenges of sustainability and potential to overburden a single
individual (usually the mother), it is not clear that this is unique to MBs. The key issues
with MBs are generally instrumental rather than structural. In other words, they are

to do with how a given MB is implemented and managed over time rather than any
problem inherent in the model itself.

Key questions remain regarding social capital and there is a need for more comparative
study with other forms of support. In addition, a larger more detailed study would help
us to understand how different variables such as age, location (rural/urban), gender,
complexity of disability, indigeneity, and race influence the impact of MBs.

Microboards™ offer an alternative to more traditional models of supports and are
better able to leverage social capital than service structures that rely primarily on
paid professional interventions

CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP | 23



MICROBOARDS™, SOCIAL CAPITAL AND QUALITY OF LIFE
FINAL REPORT OF A TWO YEAR QUALITATIVE INQUIRY

References

Allan, J., Smyth, G., I'Anson, J., & Mott, J. (2009).
Understanding disability with children’s social capital. Journal of
Research in Special Education Needs, 9(2), 115-121.

Altman, B.M., & Barnartt, S.N. (2000). Introducing research in
social science and disability: An invitation to social science to
“get it". Research in Social Science and Disability, 1, 1-30.

Beadle-Brown, J., Leigh, J., Whelton, B., Richardson, L.,
Beecham, J., Baumker, T., & Bradshaw, J. (2016), Quality of
Life and Quality of Support for People with Severe Intellectual
Disability and Complex Needs. Journal of Applied Research in
Intellectual Disabilities, 29, 409-421.

Beail, N., & Williams, K. (2014). Using qualitative methods in
research with people who have intellectual disabilities. Journal of
Applied Research in Intellectual Disabilities, 27(2), 85-96.

Boxall, K., & Ralph, S. (2011). Research ethics committees and
the benefits of involving people with profound and multiple
learning disabilities in research. British Journal of Learning
Disabilities, 39(3), 173-180.

Brown, I., Hatton, C., & Emerson, E. (2013). Quality of life
indicators for individuals with intellectual disabilities: Extending
current practice. Intellectual and Developmental Disabilities, 51(5),
316-332.

Brown, R.I., Schalock, R.L. & Brown, |. (2009). Quality of Life:
Its Application to Persons With Intellectual Disabilities and
Their Families—Introduction and Overview. Journal of Policy and
Practice in Intellectual Disabilities, 6, 2-6.

Chenoweth, L., & Stehlik, D. (2004). Implications of social
capital for the inclusion of people with disabilities and families
in community life. International Journal of Inclusive Education, 1,
59-72.

Crook, B., Tomlins, R., Bancroft, A., & Ogi, L. (2016). 'So often
they do not get recruited”: Exploring service user and staff
perspectives on participation in learning disability research and
the barriers that inhibit it. British Journal of Learning Disabilities,
44(2),130-137.

24 | CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP

Devine, M.A., & Parr, M.G. (2008). “Come on in, but not too far:”
Social capital in an inclusive leisure setting. Leisure Sciences, 30,
391-408.

Di Lorito, C., Bosco, A., Birt, L., & Hassiotis, A. (2017). Co-
research with adults with intellectual disability: A systematic
review. Journal of Applied Research in Intellectual Disabilities.
Advance online publication. doi: 10.1111/jar.12435.

Dimakos, C., Kamenetsky, S.B., Condeluci, A., Curran, J., Flaherty,
P., Fromknecht, J., Howard, M., & Williams, J. (2016). Somewhere
to live, something to do, someone to love: Examining levels and
sources of social capital among people with disabilities. Canadian
Journal of Disability Studies, 5(4), 130-179.

Duggan, C. & Linehan, C. (2013). The role of ‘natural supports’
in promoting independent living for people with disabilities; a
review of existing literature. British Journal of Learning Disabilities,
41,199-207.

Emerson, E., & McVilly, K. (2004). Friendship activities of adults
with intellectual disabilities in supported accommodation in
Northern England. Journal of Applied Research in Intellectual
Disabilities, 17, 191-197.

Fairthorne, J., Klerk, N., & Leonard, H. (2016). Brief report:
Burden of care in mothers of children with autism spectrum
disorder or intellectual disability. Journal of Autism and
Developmental Disorders, 46, 1103-1009.

Guest, G., Bunce, A., Johnson, L. (2006). How many interviews
are enough? An experiment with data saturation and variability.
Field Methods, 18(1), 59-82.

Hay-Smith, E.J.C., Brown, M., Anderson, L., & Treharne, G.J.
(2016). Once a clinician, always a clinician: A systematic
review to develop a typology of clinician-researcher dual-role
experiences in health research with patient-participants. BMC
Medical Research Methodology, 16(1), 95-112.

Jahoda, A., & Markova, I. (2004). Coping with social stigma:
People with intellectual disabilities moving from institutions and
family home. Journal of Intellectual Disability Research, 48(8),
719-729.



Kampert, A.L., & Goreczny, A.J. (2007). Community
involvement and socialization among individuals with mental
retardation. Research in Developmental Disabilities, 28, 278-286.

Knox, M., Parmenter, T.R., Atkinson, N., & Yazbeck, M. (2000).
Family control: The views of families who have a child with an
intellectual disability. Journal of Applied Research in Intellectual
Disabilities, 13, 17-28.

Koutsogeorgou, E., Davies, J.K., Aranda, K., Zissi, A., Chatzikou,
M., Cerniauskaite, M., Quintas, R., Raggi, A., Leonardi, M.
(2013). Healthy and active ageing: Social capital in health
promotion. Health Education Journal, 73(6), 627-641.

Lippold, T., & Burns, J. (2009). Social support and intellectual
disabilities: A comparison between social networks of adults
with intellectual disability and those with physical disability.
Journal of Intellectual Disability Research, 53(5), 463-473.

McClimens, A., & Gordon, F. (2009). People with intellectual
disabilities as bloggers: What's social capital got to do with it
anyway? Journal of Intellectual Disabilities, 13(1), 19-30.

McDonald, K.E. (2012). “We want respect”: Adults with
intellectual and developmental disabilities address respect in
research. American Journal on Intellectual and Developmental
Disabilities, 117(4), 263-274.

Mendenhall, A.N. (2007). Switching hats: Transitioning from
the role of clinician to the role of researchers in social work
doctoral education. Journal of Teaching in Social Work, 27(3-4),
273-290.

Milton, D.E.M. (2014). Autistic expertise: A critical reflection on
the production of knowledge in autism studies. Autism, 18(7),
794-802.

Mithen, J., Aitken, Z., Ziersch, A., & Kavanagh, A.M. (2015).
Inequalities in social capital and health between people with and
without disabilities. Social Science & Medicine, 126, 26-35.

Morse, M. & Field, A. (1995). Qualitative research methods for
health professionals. Thousand Oaks, CA: Sage Publications.

MICROBOARDS™, SOCIAL CAPITAL AND QUALITY OF LIFE
FINAL REPORT OF A TWO YEAR QUALITATIVE INQUIRY

Phillips, D. (2006). Quality of life: Concept, policy and practice.
London, UK: Routledge.

Pretty, G., Rapley, M., & Bramston, P. (2002). Neighbourhood
and community experience, and the quality of life of rural
adolescents with and without an intellectual disability. Journal of
Intellectual and Developmental Disability, 27(2), 106-116.

QSR International. (2018). NVivo qualitative data analysis
software, Version 12.

Reinders H. & Schalock R. (2074) How Organizations Can
Enhance the Quality of Life of Their Clients and Assess Their
Results: The Concept of QoL Enhancement. American Journal on
Intellectual and Developmental Disabilities, 119(4), 291-302.

Shpigelman, C. (2018). Leveraging social capital of individuals
with intellectual disabilities through participation on facebook.
Journal of Applied Research in Intellectual Disabilities, 31(1),
e79-e91.

Stainton, T. (2005). Empowerment and the architecture of
rights based social policy. Journal of Intellectual Disabilities, 9(4),
289-298.

The Women's Research Centre. (1994). Microboards Review:
A report to Vela housing society by the Women's Research Centre.

Vela Canada (2015). Vela: More about Microboards [Brochure].

Vela Canada. (n.d.) About us. https://www.velacanada.org/
about-us/_

Widmer, E.D., Kempf-Constantin, N., Robert-Tissot, C., Lanzi,
F., & Carminati, G.G. (2008). How central and connected am
I'in my family?: Family-based social capital of individuals with
intellectual disability. Research in Developmental Disability, 29(2),
176-187.

Woolcock, M. (1999). Social Capital: Implications for Development
Theory, Research and Policy. Washington. DC: World Bank

CANADIAN INSTITUTE FOR INCLUSION AND CITIZENSHIP | 25



THE UNIVERSITY OF BRITISH COLUMBIA

Canadian Institute for Inclusion and Citizenship



