Better Networks for Better Lives
Demonstration Project

Table of Contents

Acknowledgements ............................................................................................................... 2
Background ........................................................................................................................... 3
Methodology ......................................................................................................................... 7
What we learned ................................................................................................................... 18
Stories ................................................................................................................................... 29
Appendix A: Terms of Reference ....................................................................................... 44
Appendix B: Strategic Plan ................................................................................................ 47

1

In 2011, we began a project with a group of a dozen self advocates and key supporters who were
passionate about building personal support networks and learning about self determination. The
Better Networks for Better Lives demonstration project shows what’s possible when we put our
faith in relationships as a first response rather than looking to systems and procedures for
answers to the very human needs we all share: the need for connection, contribution, and
belonging, to name a few. This report summarizes our journey over the course of this project,
and the learning that came out of it.

We want to acknowledge the participants who shared their hopes and dreams, their fears, and
countless hours of their time and energy to make this project a success: Peter, Sterling, Barb,
Shauna, Kelly, Steve, Stanley, Jules, Richard, Chad, Vicky, Victoria, Randy, Jesse, Judalon,
Debra, Diana, Sherri, Helena, Shirlane, Lanni, Carol, Sandy, Terry, Aaron, Shelley, Ray, Jim
and Susan.
We gratefully acknowledge Jule Hopkins of Community Living British Columbia and Dr.
Michael Kendrick for their support of this project.
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About Spectrum
Started by a small group of families and friends of people with disabilities, Spectrum Society for
Community Living is a non-profit society that has been providing services to people with
disabilities in the Greater Vancouver area since 1988. During our first few years, we assisted 23
people to move out of Woodlands into homes in the community, through the province's
institutional downsizing projects. In addition to Woodlands, we have also assisted people to
move out of Pearson Hospital, Willow Clinic, Riverview Hospital, and the Forensic Psychiatric
Institute into their own homes, while developing an array of personalized options for those
coming into services for the first time or transitioning from other services. We currently serve
about 130 people in ten lower mainland communities.
From the beginning, our focus has been on providing quality individualized services. We have
one licensed group home, the first home we opened back in 1988, which is actually two selfcontained suites with two people sharing each suite, not a conventional four-bed group home.
Other residential services include two duplexes, and a variety of homes that are privately owned,
where the person chooses who to live with and how their supports are organized. We do not
have a day program in the traditional sense of a centre or facility that people come to; rather our
community inclusion services are community-based and rely on generic meeting spaces like
coffee shops, neighbourhood houses, community centres or the person’s home as a starting place
for whatever activities each person is pursuing, which may include paid or volunteer work,
continuing education, recreational pursuits, or a combination of these.
Our services have expanded over the years, in response to requests for personalized support
arrangements that suit the unique circumstances of individuals and families who are looking for
something different from traditional group based programs. As we’ve grown, and as this next
generation of young people comes into the service system with new questions and new
expectations, we’re constantly revisiting our assumptions about the role of services in the lives of
those we support. For many years, our guiding assumption was that the best possible services
provided by the best possible staff was the most important safeguard for guaranteeing a good life
in community, especially for those coming out of institutions who were presumed to lack the
capacity to direct their own lives, and for whom mere presence in community signified a
milestone achievement in and of itself.
Early on, we began to realize that having great services and great support staff was, well, great –
but without the kind of relationships that give our own lives meaning, relationships with family,
friends and neighbours, people remained vulnerable. One of our earliest and most poignant
lessons in the power of relationships came from Will, a man in his fifties who moved out of
Woodlands in 1989. Will was considered to be the most challenging resident on his ward at
Woodlands, famously having single-handedly broken every window on the ward and spent more
time in seclusion than anyone else on the ward. To say his transition to the community was a
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difficult one would be an understatement. So much so, that a petition from the neighbours
around his home in East Vancouver forced him to move out of the city to a rural property where
his loud yelling would be less disruptive. Keeping Will and our staff safe became priority one,
in the most patient and supportive way we could so as to earn Will’s trust after 40 years of
institutional living. The idea that Will might have something to offer in a voluntary relationship,
or that someone might want to be his friend, did not figure prominently in our planning. In
hindsight, it might well have been the thing he needed most – but our focus was more on
program adaptations and professional interventions: if we could just come up with the right
behaviour program and get everyone to follow it consistently, if we could just find the right
combination of meds, if we could just create the right schedule of activities to fill Will’s day,
everything would start to turn around.
Thanks to the perseverance of some very dedicated support staff and our Executive Director’s
commitment not to send Will back to Woodlands when that seemed like a very real possibility,
things did gradually start to turn around. A turning point for Will came from something
completely outside of the systems and professional interventions that had driven our planning.
Will made an unlikely connection with a cashier at his local Safeway that blossomed into a long
term friendship, arguably the most significant relationship of his adult life. His support staff
noticed that whenever they were at Safeway, this one cashier would always say hello, and so
they started making a point of going to her check-out stand. They introduced Will to her by
name, and started standing back ever so slightly so she could chat with him. They got to know
when she would be working and planned the weekly grocery shopping around her shifts. If she
was on a break or in another part of the store when they came in, she’d rush over and open a line
just for them. Eventually they exchanged phone numbers, and she started coming over to the
house to visit. Before long she was including Will in her family gatherings. She started bringing
him gifts on his birthday, asking how she could be more involved in his life, fussing over him in
a way he clearly enjoyed and responded to. The behaviours that frustrated everyone else she
found endearing. When Will passed away years later, his dear friend was there, sobbing for him
and sharing heart-felt memories of their time together.
There are countless other examples we could share of relationships leading to profound changes
in someone’s life – just as our own relationships do for us – but Will’s story was an “a-ha”
moment for us. It caused us to rethink the assumption that our staff and our services were the
answer to everything people needed. We started looking at people not just in terms of their
strengths and needs (remember those old PSP planning documents?) but in terms of the gifts they
brought to community, and their capacity for authentic, mutually rewarding relationships.
Catalyst for change: our first demonstration project
In 2006, Community Living British Columbia (CLBC) put out a call for proposals, inviting
submissions for projects that would look at the personal support networks of people with
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developmental disabilities in different communities around the province. Spectrum applied for
and was selected as one of the agencies to take part in this demonstration project. Along with
three other agencies from Langley, Mission and Grand Forks, we undertook a six month project
that was intended to:
 Demonstrate an understanding of the significance and value of intentionally developing
relationships with both family members and other unpaid community members;
 Address how they will involve everyday citizens in the lives of people with disabilities,
for example, the neighbour down the street, the shopkeeper, the friend of a friend, etc;
 Report on the approaches utilized and evaluate their effectiveness through feedback from
individuals receiving support and from those in the personal support network;
 Demonstrate how partnership with other entities – eg. Civic groups, local business,
philanthropic groups and other non-profit organizations can be utilized to help build
personal support networks.
Over the next six months, we worked with eight individuals who volunteered to be part of our
project to look at their current support networks and consider ways of building on their existing
relationships and exploring new ones. Some of our key findings were:
 Everyone wants relationships, and everyone has something to contribute in relationship;
 Our traditional program models and hierarchies can get in the way of natural
relationships;
 Putting relationships at the top of our agenda instead of the things we usually put there –
health and safety, bureaucratic compliance – changes the way we look at people and can
lead to a whole different conversation about what’s really important;
 Focusing on independence as a goal, absent valued relationships, can make people more
isolated and lonely: interdependence is a more apt description of how most of us live in
community.
Our final report on this project, With a Little Help from My Friends, is available on the Spectrum
Press website or from CLBC. The learning from the four demonstration projects was
summarized in the CLBC document, Belonging to One Another, and in a plain language booklet
that we worked on with a focus group of self advocates. Support Networks: A guide for self
advocates is available on the CLBC website and has been widely circulated and used by groups
all over North America and abroad – not just groups of people with disabilities, but immigrant
groups, seniors, mental health agencies. Clearly the message that relationships are key to a good
life is one that resonates for people of all ages and from all walks of life.
In follow up to this project, CLBC contracted with Spectrum to develop a workshop on building
personal support networks, the purpose of which was to spark further conversation among
service providers, families, self advocates, CLBC staff and community groups across the

5

province. Over the past five years we have presented this workshop to over 50 groups of
between 10 and 100 people, all over B.C.
This first demonstration project helped to crystallize some of the issues we’d been grappling with
in our agency but hadn’t fully defined yet. It highlighted the tension between our prevailing
assumptions about services and the reality of people’s day to day experience. All four of the
demonstration projects revealed that despite our stated intentions around person-centred
planning, people’s family and friends often were not included in the decision-making,
relationships with unpaid others were not well facilitated, natural supports were often supplanted
by paid supports, and services that were meant to bring about inclusion often perpetuated the
exclusion of those they served. In short, building and supporting people’s relationships was not
an evident priority.
This six month project triggered a whirlwind of conversation in our agency that led to a series of
consultations with our various stakeholder groups – persons served, families, staff, community
partners – that culminated in a new strategic plan for Spectrum (see Appendix B). This plan lays
out a vision of agency transformation that supports the leadership and natural authority of
individuals and their networks.
Which leads us to...
The Better Networks for Better Lives demonstration project was conceived as a way to convey
the vision of Spectrum’s new strategic plan through the real life examples of a few people,
building on the learning from our first demonstration project. We enlisted a group of people who
wanted to help us problem-solve as they worked towards their own goals of directing their
supports, and together we set out to discover what was already working, what was stopping
people from directing their own supports, and whether a small group of network enthusiasts
could “go viral” throughout the agency and support a culture shift.
The rest of this report will summarize the methodology and learning of this project.
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METHODOLOGY

“We are often told that goodness and leadership can only come from one group and not from
another and we all have our favourite groups that we consider better than the others in their
class,
s, philosophy, social position, education, or whatever
whatever. Yet
et the true reality is that moral
leadership comes from leaders with goodness in their heart – no matter what their role in life.”
(Michael Kendrick)
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Methodology
“We hope that this nucleus of leaders will begin a process of agency transformation,
leading to all of us thinking more critically about how to support authentic community
living.” (Aaron Johannes)
Building on our learning from the personal support networks project, the Better Networks project
brought together a group of twelve focal individuals who had expressed a desire for more
autonomy or more opportunities to learn about self determination and person-centred practices.
Each came with an ally who facilitated their involvement in the project and took responsibility
for communicating with the person’s network and tracking their mutual learning. As a group, we
developed terms of reference for the project and clarified the scope and intended results of the
project, then identified specific goals, milestones and activities that would lead us to those
results. We met monthly to share successes and challenges, and communicated out our progress
through Spectrum’s monthly e-newsletter and a series of presentations to our leadership team
and other stakeholders.
Of the dozen focal people, about half already had actively engaged networks, or directed their
own supports to some degree, which made our job one of documenting what was working (and
refining what was working less well). The other half had requested a change in service, and
support to help them become more self-directing.
We gave this project priority for the next year, because we know that it’s a world where
everything can get in the way of the most important things – everyone wants something and they
all think it’s the next necessary thing; our commitment was to make listening to and supporting
each person’s self-direction (with their networks) of our supports the *most* important thing.
Since our first demonstration project in 2007, we’d been
aware that many of the people we support were quite
“Mrs. L. is Randy's neighbour who
isolated and didn’t have identified networks, or they
has lived in his neighbourhood
needed very skilled facilitation to engage their networks in
over 50 years. She has known him
meaningful ways. The absence of a strong network means
since he moved to the
that staff sometimes become the default decision-makers
neighbourhood, over 20 years. She
in people’s lives, which presents a potential conflict of
always has time for a chat and
interest. At the same time, we could point to several
Randy plays fetch with her German
examples where people were truly leading their own lives,
Shepard, Lipo” (Jesse)
in partnership with our agency rather than being directed
by it, and being supported by people of their choosing to
make a majority of their own decisions. So the question
became, what are the elements that need to be in place for
this to happen, and how do we embed those elements into our routine practice?
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Demonstration projects as a vehicle for agency transformation
Dr. Kendrick introduced us to the idea of using demonstration projects as a vehicle for agency
transformation:
“...adoption of change comes much easier once early adopters have established
persuasively successful examples of a given innovation. So, the more difficult period in
agency transformation will likely be the earlier rather than later phases of service model
conversion. If the early models are unpersuasive, inferior or simply fail, the process of
adoption will most certainly be stymied. On the other hand, if quality rather than the
scale of early examples is consciously made a priority, this will be very helpful in getting
to more widespread adoption” (Kendrick, Getting a good life: the challenges for agency
transformation so that they are more person centred, 2011.)
Our new strategic plan signalled a 180 degree shift away from agency-driven services to personcentred, network-driven supports. We had already been receiving more requests from people
who were looking for more of a partnership arrangement with a service provider as opposed to a
“doing for” approach, both from within our existing services and from new people inquiring
about our services. At the same time, we knew many others who were quite comfortable in the
role of service recipient and were not asking for a change, or whose personal networks were very
limited or not actively engaged. So on the one hand, our
strategic plan communicated a vision for the whole
agency that would guide our collective efforts going
“I always want to have a choice of
forward so that over time the organizational culture and
who is working with me, someone who
is kind, not bossy or grumpy, who will
our routine practices would begin to align with this new
listen to me and not rush me. I like a
vision. On the other hand, there were people asking for
good sense of humour, someone who
change now, and so seizing on the opportunity to try
smiles a lot” (Diana)
something different with these individuals would serve
the dual purpose of both addressing their needs and
guiding this larger organizational change through their
example.

Terms of reference
Our first step was to develop the terms of reference for the project, which addressed:
 The purpose, timeline and methodology of the project
 Communication and reporting
 Consent for participation in the project
Please see Appendix A for the complete Terms of Reference.
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Project planning
We took a project planning approach based on a methodology developed by Michael Walsh of
Kaizen Consulting, which starts by defining the intended outcomes then breaking the project
down into milestones and identifying indicators of success along the way. Once we had the
terms of reference and participants confirmed, we got everyone together for a day-long planning
session where we developed our project plan. A big part of this discussion had to do with the
scope of the project – “what’s in and what’s out” as Michael would say. Clearly with a timelimited project we weren’t going to change everything, and we needed to be careful not to
promise more than we could deliver. We couldn’t promise, for example, that people would have
more friends or a more engaged network by the end of the project. What we could promise was
that we’d work with them to explore opportunities, learn from each other, and figure out some
next steps.
The priorities identified by the group through the project planning process were:
 Figuring out each person’s communication / ensuring each person has a reliable system
of communication;
 Figuring out how to celebrate and document what’s working well;
 Defining who is in each person’s network, who else might be enlisted, and what their
involvement is or could be;
 Understanding how much leadership people have in their lives already and how much
they would like to have;
 Learning about personalized / flexible support arrangements
We decided to meet for a full day each month for the duration of the project, as a way to sustain
the momentum and to provide a forum for regular checking in and reflection on what was
working, where people were getting stuck, and problem solving as a group. About every other
meeting would incorporate some sort of training opportunity or mentoring from leaders in other
areas who were interested in these ideas.
Another part of the project plan involved an online discussion forum, using the Tyze online
personal support network resource. Participants in the project were all given access to a group
Tyze site where we uploaded documents, pictures and stories and where people could keep in
touch between meetings and contribute to discussions.
The Better Networks project had two project co-leaders who were responsible for organizing
these gatherings, facilitating the discussion, and keeping the project plan on track. Documenting
our progress was key, and so we designated someone for this function, to transcribe interviews,
take detailed minutes, and clarify anything that wasn’t clear. In addition to this written
documentation, Aaron graphically recorded many of the sessions, which was hugely beneficial as
a way of organizing the information and tracking things in a visual format. The wrap-up session
was recorded in graphic form by Stina Brown (see attached).
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Co- learning
We approached this project as an opportunity to learn from each other, and learn together. From
the beginning, the focal people and their supporters participated equally in all of the planning
meetings and gatherings. Our assumption was that we all bring knowledge and life experiences
to the table, and we all have something to contribute.
At our first meeting, we got everyone to list three gifts they brought to the project, to get people
to begin to recognize and talk about their gifts – the idea being that if we’re helping others to
discover their gifts and be more intentional about what they bring to a relationship, we need to
practice this ourselves. People found it difficult to talk about their own gifts, either because it
felt like bragging or because they sincerely didn’t see the gifts in themselves that might be more
evident to others. Somebody would say something like, “I’m good at balancing the petty cash,”
and the person next to them would say, “yes, that’s something you’re good at, but you have a gift
for making people feel comfortable in any situation,” or “hospitality is your gift – you always
make people feel welcome.” So there were a couple of lessons here: first, that people might be
hesitant to say what they’re good at or what their gifts are, and second, that others who know the
person well can be a kind of champion for the person, an ally who can help the person put their
best foot forward, and help others to see the person’s gifts.
One of the approaches we’ve been learning about and finding quite powerful is the world cafe,
which is built on the idea of conversational leadership, where the process of moving from one
conversation to another generates learning and action. In our first world cafe, early in the
project, we posed two questions that the Better Networks group spent a full day exploring
through a world cafe process: what makes for a good life, and what gets in the way of a good
life? We then harvested the ideas that came out of the series of conversations, and decided on
actions that we’d focus on collectively and individually based on the priorities identified as a
group. A summary of the ideas that came out of this
initial discussion is presented below.
“I called Mom when she was away to

Learning from others who are passionate about networks
let her know about the Air Canada
and self determination has been a huge part of our
strike. She was happy that I was
journey here at Spectrum. One of our great allies and
looking out for her” (Kelly)
teachers through this process has been Pat Fratangelo,
Executive Director of Onondaga Community Living
(OCL) in Syracuse, New York. OCL was started around the same time as Spectrum, and like us,
started with agency-operated, 24/7 staffed homes. About 20 years ago, OCL began to shift to
more personalized options, taking a “one person at a time” approach, that is, starting with those
who wanted something different and building personalized supports in partnership with networks
of family and friends. These few examples inspired others, and over time almost all of the
people they serve now live in homes of their own and are directing their own supports. In a
follow-up project to the initial Better Networks demonstration project, we furthered our
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partnership with OCL, connecting a group of our leaders with OCL’s leadership team to learn
from each other, share ideas and problem-solve together through monthly teleconference calls,
skype and email.
While much of the learning focused on those directly involved with the project, it was a priority
for us to share our learning and engage everyone at Spectrum in this important conversation.
Aaron kept people informed of the group’s progress via our monthly e-newsletter and through
the graphic recording of our discussions, which were posted at the Spectrum office and online.
We hosted a number of events that were open to everyone, and some targeted training with our
leadership team, including a panel presentation by some of the Better Network participants.
Through our affiliation with TASH International, and our work with Dr. Michael Kendrick, we
connected with others across North America and abroad who were having similar conversations
with their constituents:
 We visited Pat Fratangelo and her team in Syracuse, New York, and later had one of
OCL’s leaders come to Vancouver and work with us for a month as part of a leadership
exchange;
 We hosted two days with Mary Kealy, an internationally respected leader from County
Clare, Ireland, who has worked to transform a large traditional agency there to provide
individualized, person-centred supports;
 We visited Lyle and Mary Romer and their team at Total Living Concept (TLC) in Kent
Washington, where we had the great pleasure of taking part in a strategic planning
session with their team, facilitated by John O’Brien and Connie Lyle-O’Brien;
 We hosted a day of conversation with Janet Klees, from the Deohaeko Support Network
in Ontario, who talked about supporting a family-governed approach outside of the
traditional service system;
 We did panel presentations on the Better Networks project at several conferences,
including BCACL (now Inclusion BC) and the annual TASH conference in Atlanta
(2011) and Long Beach (2012)
A highlight every year for us has been having David
“I need everyone in my life to slow
Pitonyak spend a week doing a combination of
down and make sure I understand
consulting, presentations and interactive days with our
them” (Stanley)
teams. One of these days last fall focused on the Better
Networks group but also included some other key
people in our agency. In addition to these sessions, we also hosted training events with other
leaders in our field who have expertise in person-centred supports and transforming agencydirected services to more personalized options. Norman Kunc and Emma Van Der Klift spent a
day with our leadership team talking about agency transformation and the intrinsic problems of
human service bureaucracies; they also spent a day with the Better Networks group taking part in
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a second world cafe where we explored some of the barriers to building networks and supporting
people’s self-determination.
Concurrent to this project, we made some changes to our organizational leadership, most notably
with the addition of a new position, the Associate Director of Better Networks. Ray Hunter had
a leadership role in this project and served a liaison role between the Better Networks project and
our other teams at Spectrum. Ray met with several groups of staff, families and individuals
during the course of the project, and assisted with various transitions people made to different
types of housing or different support arrangements. As the project went on, more people began
calling and inviting Ray to attend their team meetings or to meet with a family member who was
curious to know more. This has continued, even now that the project has ended, and is precisely
what we were hoping would happen – that stories of people making positive changes and
building their networks would begin to spread, inspiring others to join the conversation.
Discovery
“Discovery refers to a set of strategies that explore the lives of persons with disabilities
as a means of gaining necessary information and perspective as opposed to traditional
approaches that require individuals to perform and compare their performance against
others or standards as an indication of one’s skills and needs.” (Michael Callahan)
Discovery is an idea that comes out of customized employment, but it can be used as a lens for
looking at any aspect of a person’s life. In the broadest sense, it’s about getting to know people
better by asking good questions and listening with an open mind.
All of the supporters who were part of the Better Networks project, and several of the focal
individuals, took part in Michael Kendrick’s two week
Optimal Individual Service Design course, which is
“I like to be presented with social
premised on similar principles as the discovery process,
stories and scenerios to help me
namely that before we jump to implementing solutions,
understand what is appropriate. I
we need to first gain an understanding of who this person
would like a girlfriend” (Richard)
is and what’s important to them.
Dr. Kendrick consulted with us at the beginning of the
project and helped us formulate interview questions for before and after interviews with each of
the focal individuals (see below). The first interview was a kind of baseline, or starting point, to
get a sense of each person’s perceived level of self-determination, who was in their network
currently, and what the involvement of their network was. The project leaders met with each
person, their key supporter and significant others to go through this first interview, sometimes
over a couple of visits. Some of the feedback and insights from these interviews is discussed
later on in this report. People put a lot of time and thought into these first interviews, and they
reflected back on them frequently through the course of the project. The second interview, at the
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end of the project, was a chance for people to reflect back on what they’d said at the start and
consider how things had changed.
Another great tool we’ve used to support this kind of discovery-based learning is the Circles
format, from Inclusion Press. It’s a simple but often very powerful exercise that looks at
relationships as a series of concentric rings around the focal person, starting with the circle of
intimacy and moving out to friendship, participation, and economic exchange. We usually get
staff to fill out their own circles first, to give them a sense of the vulnerability people often feel
when they reflect on their relationships, and then they go through the exercise for or with the
person they support. It often points to opportunities for deepening and expanding relationships
or for enlisting people into one’s network or setting goals around moving people from one circle
to another, for example inviting someone from one’s participation circle to go for coffee as a first
step toward building a new friendship.
On the following page is a summary of the two sets of interview questions.
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Interview questions
First interview (baseline)
Questions about natural supports:
1. What number of involved family, friends, and
advocates are in your life?
 About how long has each person been
involved?
 What kinds of roles do they currently play
or are being invited to play in your life?
 Are you involved in associations such as
churches, clubs, and programs? Are these
inclusive?

2. What significant contributions does your
network make to your life?
 What opportunities are there for others to
be involved that have not been explored or
committed to?
 What opportunities are there for you to
give back in these relationships?
(e.g. If you get a birthday card, do you
send one back?)
3. What qualities do you see as important for those
in your network to have? How about people who
come to support you?
 Do you have a “preferred staff” document
and if so, how does this differ from your
sense of “preferred others”?
 Do you see the staff as friends?

4. How have natural supporters been recruited,
supported and guided?
 What plan(s) are there to expand this?
 Who in your network works with you to
expand your circle/network?
 What obstacles and challenges have arisen
and what has been learned about how to
better address these?
5. Is an intentional network involved (through
PLAN or a microboard or a circle of support?)

Second interview (end of project)
With your original answers to the above questions
in mind, has anything improved for you in terms of
your (unpaid) natural supports?
 Are you closer to anyone on your list of
family, friends, and advocates?
 Are you doing more with the people you
care about?
 Have you invited anyone to be more
involved in your life?
 Has anyone’s role grown or changed?
 Are you involved in any new associations,
or more involved in any of your existing
associations (church, classes, clubs)
 Have there been any new challenges?
Have you explored any new or deeper opportunities
for your network to be involved in your life?
Have you thought more about how you can give
back? Are there any new or deeper ways in which
you are giving back?
Have you thought of any more qualities you see as
important for those in your network to have? What
about qualities of those who come to support you?
 If you didn’t have a preferred staff
document before, do you have one now? If
not, do you want one?
Have you thought any more about whether you see
your paid supporters as friends?
Has anything changed in the way you are bringing
natural (unpaid) supporters into your life?
Are there any new people in your network?
Has anything changed in regard to who helps you
to expand your network (eg., are there more people
helping you expand your network now?)
Have you thought more about challenges around
bringing new people into your life, and have you
learned anything new about how to address these?
Has anything changed in terms of an intentional
network for you?
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Questions about self direction:
6. How do you exercise autonomy in your personal
life?
 How do you communicate your ideas about
your life?
 What supports are in place to ensure this?
 Is there augmentative communication?
 Is there any kind of facilitation (eg., giving
you more time to answer, or not pressuring
you – what inspires you to communicate?)
Or do you have a “champion” that makes
communication more possible?

7. What are some examples of self-control over
various elements of your life, such as having,
growing and expressing your own ideas or making
decisions yourself that used to be made by others?

Do you make more of your own decisions now?
 If so, what kinds of decisions are they, and
how does this make you feel?
Since the first interview, have you discovered or
remembered anything else that helps you to
communicate more effectively?
Have you looked into any kind of augmentative
communication (eg., an ipad or picture board)?
Have you overcome any communication
challenges?
Since the first interview, are you doing anything
else that used to be done by others?
Are you able to express more of your own ideas
and make more of your own decisions?

8. With how much autonomy (independence) are
you able to take on and pursue new initiatives?
 Take on and complete more
responsibilities?
 What approaches and supports have proven
to be helpful and why?

Do you feel like you have more independence now
than you did at the beginning of the Better
Networks project?

9. How do you (with your network) oversee
planning and decision-making about the supports
you get?

Have you taken on any new responsibilities in your
life since the first interview (may include partial
participation)?

10. What scope of control do you (and your
network) have/not have over various elements of
your support arrangements?
 Can you access your contract for services?
 Do you make hiring decisions?
 Do you decide what model of support you
prefer? (What if you wanted to move to
shared living? What if you wanted to move
to a group home?)
 Do you participate in evaluations of your
staff and services?
 How would you give feedback or resolve
problems with the agency?
 Do you choose the professionals who
support you?
 What would happen if you wanted to move
to a different kind of support, change
Doctors or perhaps decide to live in a
different country?
 What decisions are routinely made by you?

Have you thought any more about what supports
are the most helpful to you?
 Why do you think they are helpful for you?
Has anything changed for you in terms of how you
and your network plan and make decisions about
your supports
 Are more people from your network
involved?
 Do you have more input than you had at
the beginning of the project?

Looking back at the questions about the scope
of control that you and your network have or
don’t have over various elements of your
support arrangements:
 What has changed / improved?
 Have there been any challenges?
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11. What approaches and supports have proven to
be helpful for you to drive your services and why?
 What have been the challenges and
obstacles?
 What has been helpful in addressing
these?
12. Describe a situation from the past where you
(and your network) had the least autonomy,
authority, and/or ability to self-direct?

During the Better Networks project Richard and Chad created a coffee table book containing pictures of
Richard with all of the news personalities he’s met. The book was meant to be something for him to share
with people, a kind of conversation starter. He took the book to the PNE and showed Randene Neil and
Squire Barnes a picture of the three of them the year before. This is a photo of that moment.
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WHAT WE LEARNED

“I think relationships turn the world around. It’s always been true, it will always be true. We’re
relational beings. We need to be connected in relationship to be well. When you have people in
your life you love, and who love you, you can get through anything you need to get through.”
(David Pitonyak)
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What we learned from the interviews
The two interviews that we conducted with each of the focal people were a highlight for many of
the participants. The feedback on the interview process was extremely positive, with people
saying they wish they could have these kinds of in-depth conversations more often. An insight
for us as leaders was the number of people we’ve supported for many years who said this process
was unlike any of the planning they’d ever done – it felt more thoughtful, more person-centred,
more inclusive of those who mattered to the person. The simple act of sitting down with a list of
good questions and taking the time to listen to people elicited better information than some of the
planning processes they were used to.
A wealth of information came out in the interviews. Some of the recurring themes were:
 Everyone has a voice, and wants their voice to be heard
“I need time to think through my answers”
“I don’t like it when people finish my sentences”
“I sometimes think I am being really clear about what I want, but I get brushed off”
“People close to me can understand my verbal communication if they take the time”
“People need to listen to me and honour my choices”
“My i-pad helps so people understand me better now”

 Everyone has something to contribute in a relationship
“I am good at returning calls and emails”
“I am good at entertaining and making people laugh”
“I teach English conversation skills at the Biscuit Club”
“People ask me to draw them pictures”
“I am a good listener and I give good advice”

 Each person wants to be supported in their own way
“I like to be presented with social stories and scenarios to help me understand what is
appropriate”
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“I have a limit that once I am past I can’t really concentrate. People in my life need to be
aware of this”
“I like to have time to think things throu
through.
gh. I like to take time alone to think before I
make big decisions”
“I want my staff to be honest and friendly and clean. I don’t like bossiness – I want
them to get along with me and involve me in decisions”
“R’s staff should be outgoing, have a go
good
od sense of humour, and be honest and
empathetic. They should be ‘under
‘under-reactors’ – ie, they should not over-react”
react”
What emerged was a far more comprehensive picture of each person, and a few revelations that
triggered life changes that might not have hhappened
appened had these questions not been asked. Kyle,
for example, talked about how he felt held back from being as independent as he wanted to be
because of the way his supports
upports were organized. The opportunity to sit down with the people in
his network and talk about what choices he had in his life currently and what kinds of choices he
wanted more authority over was a first for Kyle, and it revealed some long held assumptions on
the part of his team that were perhaps no longer accurate
accurate.. It was the beginning of a conversation
that led to some
ome major changes in his life (see Kyle’s story in the next section)
section).
People reported after these initial interviews that
they enjoyed the process.. For some, it was the
first time they’d talked at any length about who
was in their network, how much choice and
control they had in their lives, and who they
wanted to have help them make choices. A big
part of our discovery was realizing how much
we didn’t
idn’t know about people, some of whom
we’d been supporting for many years.
We were surprised by some of the responses to
the questions, even from people who we
believed to be very articulate and assertive – no-one
one had ever asked so they hadn’t thought to
mention
ention that they’d like their own place, or a different kind of support arrangement, or that they
might not want to live with the roommate they’d lived with for ten years
years.
The old adage “if it ain’t broke, don’t fix it” comes to mind here. Lots of what we do as service
providers ain’t broke,, but that doesn’t mean it’s optimal, or even good enough. The unspoken
rule often seems to be that if people aren’t complaining about their service then they must be
happy with it. But if we start with the assumption that all people have a right to be self
determining, then we need to ensure that everyone has opportunities to make meaningful,
informed choices, even if they’re not demanding change.
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The “harvest” of conversations from our first world cafe:
The following summarizes the conversation from our first world cafe, where we spent a day
talking about what makes for a good life and what gets in the way of a good life.
What makes for a good life?

What gets in the way of a good life?

•

Relationships / family, friends

•

Being lonely or isolated

•

Health & well-being

•

Feeling a lack of control

•

A sense of purpose

•

Too many rules / bureaucracy

•

Freedom, choice, opportunity

•

Learned helplessness

•

Having enough money

•

Having others make decisions for me /

•

Taking risks

•

A sense of belonging

•

Being ignored / disrespected

•

Love

•

Being over-protected / not allowed to

•

Home, a safe place of one’s own

•

Safety and security

•

Not being taken seriously

•

Being respected / listened to / valued

•

Poverty / not having enough money

•

Activities in community

•

Having unmet needs

•

Understanding one’s gifts and being

•

Segregation

able to share them

•

Low self-esteem / self-confidence

•

Lack of communication skills

•

Prejudice / being viewed negatively by
others

about me

take risks

The first part of the discussion, about what constitutes a good quality of life, generated many of
the same kinds of responses that might come up in any group. The issue of risk-taking, and
being respected and listened to, was an interesting part of the discussion. For most of us, taking
risks is such a natural part of growing up and becoming more independent that it probably isn’t
something we’d think to put on a list of indicators of quality of life. We all take risks, all the
time, whether moving out on our own for the first time, starting a new job or a new relationship,
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learning how to drive, opening a bank account and becoming responsible for managing our own
money. But these typical milestones and opportunities aren’t at all typical for many of the
people we support. Being able to take calculated risks, to make mistakes and learn from them,
was an important indicator of quality of life for our focus group.
The discussion about what gets in the way of a good life highlighted some of the ways that
services can get in the way of people achieving their vision of a good life. People talked about
wanting more of a say over who provides their support, and how their staffing is organized. A
couple of people shared examples of having to work their visits with family and friends around
their staff schedule, even leaving social functions so they could get home to let their staff in at
the start of the next shift. Others felt they didn’t have enough say over who provided their
support, or that their staff had pre-set notions about the person’s capacity and imposed arbitrary
rules or restrictions based on their perceptions rather than what the person was actually capable
of doing. Some of the participants wanted more information on how budgets worked, or more
control over parts of their budget. In fact, in recent years one of the priorities of our finance
department has been to develop individualized budgets that give people more flexibility and the
ability to make changes to their services more readily. At the start of the Better Networks
project, 35 of the people served by Spectrum had individualized budgets. By the end of the
project, that number had increased to 49.
Some of the barriers people identified were easier to address than others. For example, it was a
surprise to some that they could be involved in interviewing and evaluating their own staff –
those who were doing this already talked about how that works and what they liked about it as
well as what some of the challenges were. Several people left the day with plans to get in touch
with our H/R manager and talk more about this.
Other barriers, like feeling a lack of respect or being ignored, were more complex. There was
some discussion about person-centred planning, and what some of the options are. People’s
experience of planning varied greatly, some more positive than others.
While the discussion shone a light on some of the ways that our systems get in the way, it also
provided a forum some great exchange of ideas about what was working well, and suggested
areas where we could improve or change our practice to be more flexible and person-centred.
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Top 10 List
As a way of wrapping up the Better Networks project, we met as a group for one last all-day
all
session in March 2013 to debrief and prepare a panel presentation for the annual Inclusion BC
conference.. The following is a summary of that session, titled “The top 10 things we’ve learned
(so far!) about dreaming bigger, imagining better, and getting a great life”
life”:
1. Find the right match
David Pitonyak’s teaching around the importance of getting the right match – both in personal
relationships and in the supporter role – definitely rang true in this project. Again and again, we
saw that when people had someone in their corner, a friend or ally or champion who believed in
them, it made a world of difference: the person’s confidence increased, they gained
gain access to
more places and a wider range of options, others started to see the person in a more positive
light. Several of the focal people made changes to their supports or to their living arrangement
during the course of the project, and in every inst
instance
ance the question of who was standing with the
person and helping them navigate a path forward was critical.
This wasn’t new learning for us, but it bears repeating as it can easily get overshadowed by other
concerns. We need someone to fill a position or cover a shift, and there may be all sorts of
pressures to slot someone into the position for the sake of expediency. Taking the time to find
the right person might seem like a luxury we can’t always afford, but invariably when we don’t
pay enough attention
tion to this, things can quickly go awry. More than any other factor, this was
the one people told us made the most difference to their support. “Get the relationship right,”
David Pitonyak tells us, “and everything else starts to fall into place.”
2. Ask good questions
The interviews, and the conversations that flowed from them, showed us how asking the right
questions can lead to whole new directions for
people. As service providers, we generally do
a good job of answering people’s questions
and presenting them with options. It’s our job
to have the answers, right? Not necessarily!
Sometimes asking questions and creating sp
space
for collaboration leads to more fruitful
discussion, and better solutions.
Over the past few years, we’ve changed the
way we talk to new people coming to our
organization for support, to focus much more
on asking good questions. “What’s your vision
of a good life, and how might we work together
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to realize that vision?” generates a whole different conversation from “Here’s what Spectrum
can do for you....” It conveys a very different assumption about power and control.
Asking good questions, and listening with an open mind, means we need to be prepared to learn
something new, even with people we think we already know very well. It requires us to
understand each person’s unique communication style, whether they use spoken or non-verbal
communication and whether they communicate independently or with support.
3. Imagine Better
“Good enough” might not be good enough. Just because someone isn’t asking for changes
doesn’t mean we should accept the status quo without question. Sometimes people don’t know
there’s any other option. Michael Kendrick talks about learning to imagine better, and seeing
our job as building “optimal” supports, with an assumption of continuous learning and growth.
One of the focal individuals illustrates this idea of imagining better. Janet, who shares a home
with a wonderful couple who are utterly devoted to her, said she’d like to have more friends and
more variety in her day-to-day routine, but was basically satisfied with her current service and
wasn’t looking to change anything. It was “good enough,” in her eyes. She was living in a nice
home with people who care deeply for her, and getting out each day to do things in her
community. But as we talked with her about the kinds of choices she had, about her vision for
the future, and about the kinds of things other young women her age enjoy doing, she started to
realize that there was a whole world of opportunities out there, and no reason why she couldn’t
explore some of them. The idea that she could learn new things and meet new people, while
retaining the supportive relationships and security of the services she already had, was a
revelation.
Virginia’s story, which is described in more detail in the next section, is another example of
imagining better. After years of institutional living, Virgie seemed resigned to the role of service
recipient. She didn’t seem to have a sense of what an optimal living arrangement might be, or
what choices might be available to her. She accepted without question the services that had been
put in place for her, and yet those close to her could see she wasn’t happy and thought she might
benefit from a change. In Virgie’s case, the exploration happened in a more experiential way
rather than through conversation. Once she got a taste of something different, her curiosity was
piqued. She wanted to know more...
4. Look to natural supports as a first response
Most of us turn to natural supports in our own lives as a first response when faced with a
problem or issue that needs resolving: we ask a co-worker for a ride when our car is in the shop,
or we ask a neighbour to collect our mail when we go on vacation. Yet for the people we
support, our first response if often to add more services. We look to staff and systems to meet
not only the special needs that people might have, but all of their needs. It’s so prevalent in our
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field that we often don’t even realize we’re doing it. It requires some intentional effort to do
something different, but the effort is well worth it and can make a profound difference in terms
of how others view the person, and in turn how the person starts to view himself.
A nice example of this is a woman we’ve supported for many years, Wanda, who had a few
extended family members living close by but they hadn’t been very involved in each other’s
lives, in part because they believed Wanda was being well cared for and didn’t see a role for
themselves in her life. It wasn’t that they wanted to keep their distance, there just had never been
any reason to become more involved. One day the staff were discussing how to go about
replacing the washing machine that had broken down, and someone remembered that Wanda’s
cousin worked in an appliance store. Instead of ordering a new washing machine from Sears,
they called Wanda’s cousin and asked if he could recommend a machine. This created an
opportunity for Wanda’s cousin to contribute something – his expertise in appliances – and that
opportunity opened the door to deepening the connection with his cousin.
5. This isn’t rocket science…
…but it does require a different set of skills than those we’ve traditionally hired for and
rewarded. We looked at the job descriptions in our agency, that haven’t changed in many years,
and saw that they were weighted heavily on administrative tasks and less so on facilitating
relationships and community connections.
If our priority is to support people to have good lives in
community, then fostering relationships and paying
attention to the kinds of things anyone else of the same
age and culture would consider to be important, as
opposed to a prescribed set of criteria, should be our
focus. And yet systems have a way of making things
more complicated.

“I have made some new friends at
Bible study. They are all people I have
started spending more time with”
(Barb)

Some people are natural connectors, but others find this more difficult. We’ve been talking for a
few years now with our teams at Spectrum about the changing role of community support
workers, and focusing on hiring people with strong community connections of their own rather
than just looking for people with disability-specific training.
6. It requires organizational commitment
Shifting from an agency-driven to a more person-centred, network-driven approach requires
commitment from all levels. It means involving all departments and levels of the agency, from
the Board to our H/R and finance departments to our front line staff and leaders.
Our strategic plan articulated a vision and five inter-related goals that were generated through a
series of a dozen meetings with various stakeholder groups over a period of 12-18 months. This
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was the most thorough strategic planning process we’d been through at Spectrum, and it set the
stage for subsequent discussions about agency transformation that led to the Better Network
project. For this one project to be successful meant that all of the other parts of the organization
needed to be lined up behind it, giving it their full support.
7. The importance of language
Our goode friend Barb (pun intended) has taught us so much about the power of language. Barb
is a well known self advocate, author and public speaker who believes that language is power.
She advocates the use of plain language that makes information and ideas accessible to people
with low literacy, and the use of people first language, ie. referring to people with disabilities
rather than the disabled. This is not a matter of being politically correct, Barb will tell you. It’s
a matter of equality and rights.
Some of the Better Networks participants expressed equally strong opinions about language,
particularly around the labels that get adopted sometimes quite casually in our field. The word
client, for example, or even the word staff. One of the participants said that she refers to the
people who work with her as her supporters, because it implies a more equal relationship. If you
refer to them as staff, she’ll correct you. Some of her supporters she also considers to be friends,
but she’s careful to point out that just because you’re a supporter doesn’t mean you’re
automatically her friend. Friendship has to be earned, and it must be reciprocal.
Another source of frustration for many is the use of acronyms and jargon. Over the past few
years we’ve worked to eliminate these from our vocabulary at Spectrum, and from our printed
materials, but it’s easy to fall into the habit of using this kind of terminology when it is so
prevalent in our field. It’s actually harder sometimes to think about how we might explain what
we do in terms that the average person would understand. But if the goal is to see people leading
their own lives with people of their choosing who may not be part of the service system, then we
need to move away from using highly specialized or technical language that creates unnecessary
barriers, and use language that is more universally understood.
8. Using technology
From address books to ipads to facebook, we were impressed by the variety of technologies that
people were familiar with, and using. Many people had cell phones and were using them as a
routine means of communicating with people in their network, including texting their support
staff or program managers to make plans. Several of the Better Networks participants acquired ipads during the course of the project, and some said it was the most useful communication
device they’d had. Unlike some of the old communication systems that were designed
specifically for people with disabilities and required special training to use, nowadays everyone
is wired in, and the use of electronic communication systems has become mainstream. One of
the women started an i-pad users group that was meeting at the Apple store at Metrotown;
another was offering to mentor her peers and supporters on how to use this technology.
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Social media has also opened up new opportunities for people. Randy, who has a large extended
family living mostly outside of Vancouver, has established some lovely connections online using
facebook and email: “His niece is very active on facebook and has shared many stories and
photos of the family with Randy. While visiting Randy, she noticed a family photo hanging on
his wall that she had never seen before. We lent her the photo so she could scan it to add to the
family collection.” (Jesse)
The potential for using social media to deepen and expand support networks is great. It can be
an important safeguard, as we’ve seen for several people whose list of facebook friends reads
like a who’s who list of community living leaders, or one fellow who sometimes posts messages
seeking a supportive response and always gets some words of encouragement. Of course, having
300 friends on facebook does not ensure quality relationships, but it can feel less isolating to
have this kind of communication and immediate access to a number of people who know and
care about the person.
8. Leadership is key
Building strong networks, sustaining these connections and supporting the involvement of family
and friends requires skilled facilitation. Traditionally in our field, leadership has been assumed
by people working for agencies with designated leadership titles. But we’re talking about a very
different kind of leadership here. As we move toward more person-centred, network-driven
arrangements, we need to think about separating the agency leadership from the individual’s
leadership. What does the agency need in order to carry out its operations and demonstrate its
compliance with funding requirements, employment standards and the like, and what does the
person need in order to lead his or her life?
John Lord talks about the importance of independent facilitation – that in order for people to
have real authority and not be limited by the constraints of available service options, the planning
process needs to be facilitated by someone outside of the agency or at least outside of the
immediate program team. A number of people at Spectrum have taken part in PATH planning
sessions that were facilitated by someone outside their team, and these have often led to new
insights and directions. Others are making clear choices about who to include (and who not to
include) in planning, or choosing not to have planning meetings at all but rather to work closely
with a trusted support person who helps them figure out what they need and then reports back as
necessary.
It’s not a case of our agency deciding how people will lead their lives, or who will be in charge,
it’s about being more responsive to people who are asking for more control over their own lives
and access to the supports they need, on their own terms. Each situation is unique, and each
person is at a different place in their leadership development. Whatever form it takes, the
leadership around people’s network is something that requires intentional effort. The many
competing pressures on our time and resources mean that there’s always something more urgent
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that needs tending to. Having someone designated in a facilitator role, whether that’s a team
leader or a family member or one trusted support person who understands what’s needed and can
advocate on behalf of the person, is key.
9. There are some great examples out there
This is not a new conversation. There are a number of agencies worldwide that have been down
this same path that we’re on now, and the lessons they’ve shared with us have been invaluable.
One of the most exciting parts of this project has been connecting with some of these leaders
from around the world and having them share their wisdom and experiences with us.
10. One person at a time
Unlike traditional service models, where there’s one set rules that apply to everyone, when we’re
talking about personal networks there is no one-size-fits all solution. By way of illustration, the
final section will share some of the stories of people who were involved in this project and others
who were not directly involved but were influenced by it or inspired to make changes based in
part on the learning and discussion that was generated by this project.

Long time friends and Better Networks project
participants Jim and Randy at the Spectrum Press
book launch, October 2012.
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STORIES

“I have to keep remembering to have faith in myself in the face of obstacles, even (or especially)
when people tell me I can’t do things that I know I can do. I try to remember to take every
opportunity to teach the people who worry too much about me that there is dignity in taking
risks.” (Barb Goode, The Goode Life, 2011)
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KYLE
“A support person I had introduced me to a girl named Kiki. The 3 of us did
activities together and then I started calling her on my own. She’s Korean and I
help her with her English. I’d like to have some friends to hang with more
regularly.”
Kyle’s story is a triumph of independence and daring to dream bigger.
For about 10 years Kyle lived in a large group home in Richmond; which in the latter part of
those years wasn’t meeting his needs. The routines in the home were very regimented, with
support provided to five young men with varying challenges, all in the Autism spectrum. The
group home had too many rules according to Kyle, and there were frequent personality clashes.
Kyle pushed back in the only way he knew how, by running away, or “going AWOL.” Running
away (often) was the only thing he could think of to express his frustration with the situation.
However, the structure and limitations that had been imposed were not entirely arbitrary or
solely at the discretion of the service provider. There were concerns of a forensic nature and
court orders to follow. The level of supervision and attention required to monitor Kyle’s
whereabouts took its toll on Kyle and the service provider. A mutual decision was made to make
a change, so the team supported Kyle and his family to look for a new support arrangement.
Kyle came to Spectrum looking for a more individualized model of support, which we
established in partnership with Kyle and his family. However, there was still the overarching
cloud of the forensics involvement that followed him and brought with it assumptions about the
level of supervision Kyle required, and how much power and control he would have over his life.
The new model of support was a home rented in Vancouver, with a live-in roommate and fulltime support provided by paid staff, focusing on community inclusion and life-skills.
Although this new service allowed Kyle to stretch a bit more, it still had some limits based on
legal requirements and clinical suggestions. Still problematic for Kyle was the need for staff to
be accommodated by set positions and schedules. Often Kyle would not be around when his
scheduled staff arrived to work, or he would leave during their shift to go out on his own, and we
found ourselves in the same kind of dilemma faced by his previous service provider: was this
“AWOL” behaviour, or was Kyle simply exercising his rights as a free citizen to come and go as
he pleased? From Kyle’s perspective, he was trying to get on with his life and the supports that
were supposedly there to help him with this were getting in the way. In hindsight, nothing much
had really changed for Kyle, other than he no longer had to share the fridge with four other men.
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Kyle’s support arrangement fell into a pattern. Life for Kyle became routinized again, although
he did have more choice over some of the routines than he’d had previously. For the first few
years, the 24-hour supports persisted. The court mandates ran their course and the forensic
issues faded into the background. What did not fade into the background was the assumption
that Kyle needed 24-hour support, or Kyle’s desire for more independence and privacy. It
wasn’t until we started asking different questions and looking critically at what Kyle actually
wanted and needed in the way of support that we realized Kyle’s own vision of what was
possible had been limited by the constraints of his services. Kyle didn’t seem to have any
opinions on what could be better and he wasn’t able to say “this is who I am; this is what I stand
for.” He knew what the service system expected of him, and for the most part he complied.
Fortunately, several of Kyle’s support staff had the opportunity to take Dr. Michael Kendrick’s
OISD course. Through this experience, we began looking at Kyle’s normative needs and
possible strategies for getting those needs met, starting with normative ways and means. The
work focuses on a deeper discovery of who somebody is at their core, what they offer to their
communities and networks, and creating an asset based inventory. Recognizing that we’d been
unintentionally limiting Kyle based on the perceived risks and legal conditions that were no
longer in place, we set about dreaming of a better life for Kyle. I say “we” because at that point,
Kyle could not see how things could be different. We hoped that showing Kyle something a bit
more flexible would open his mind to the possibilities.
Kyle and his family agreed that a shared living arrangement would be preferable to a staffed
home. The chosen housemates were people who had already established a relationship with
Kyle and wanted to see him thrive with more authority by directing his own supports. Kyle
decided he wanted more say in who supported him, when they supported him, and what the focus
would be. Together with his family, shared living providers and Spectrum, a very flexible
arrangement was developed wherein Kyle could call and arrange his support directly with staff
of his choosing, rather than having staff show up only at pre-set times.
Having a job, friends, volunteer opportunities and an intentional network of people around him
all helped to create the necessary safeguards that Kyle would require. Kyle now has two parttime jobs and hosts a community radio show. He no longer has 24 hour staffing, and in fact it
turned out he needs far less paid support than anyone would have predicted. He now shows up
reliably to meet up with his staff because they are people he’s chosen to be with, at times he has
determined – the long standing dilemma of his “AWOL” behaviour is no longer an issue.
To look at Kyle now, you would see an independent man, living in his own suite in Vancouver.
He’s a man with responsibilities, with many hobbies and leisure interests, who takes vacations
with his family and organizes sporting road trips for his friends. Like everyone, he requires a
little help to figure some things out, but he no longer perceives authority over his life coming
from and agency, a manager, or staff. Kyle steers the ship.
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PETER
“In my old day program I had little to no choice or decision making power. One
person made the decision and everyone else had to go along with it whether they
wanted to or not. This was a constant frustration for me.”

Peter, a young man in his twenties, took part in a group day program for about four years after
finishing high school. The program consisted of a combination of outings and leisure activities
with groups of anywhere from three to twenty people. Peter has a pleasant disposition and was
always agreeable to whatever activities were on offer, but didn’t show a strong preference for
one activity over another. He did talk about wanting to get a job or go to college, and at one
point he left the program for six months to complete a work training program at one of the local
colleges. Unfortunately this did not lead to successful employment and so Peter returned to the
day program.
Peter surprised everyone when he arrived one day and announced that he’d found himself a job
at Starbucks. This was four years ago, and he continues to work there part-time, without any
paid support.
In 2009, Peter’s day program began a process of transitioning to an entirely community-based
model. The new program manager facilitated planning meetings with each person and their
networks to talk about what an optimal support arrangement might look like – who would be
involved, what kinds of environments did the person prefer, what kinds of activities?
Through this process of discovery, Peter’s mother identified that her priority was to see Peter,
who is gay, be safely and respectfully supported to connect with the gay community. She had no
idea where to begin, she just knew that her son deserved to be happy and she was committed to
seeing him pursue his dreams. More than anything, she wanted Peter to have people supporting
him who would honour his choices and help him put safeguards in place to build new
relationships and explore some new interests without putting himself at risk. Fortunately, the
ideal support people were right in front of us, the day program manager and one of the key
support staff who knew Peter already were both excited by the opportunity to expand their
involvement with Peter and support him to pursue his dreams.
Three years later, Peter is a different person than the young man at the day program, or rather he
has come into his own in ways he never would have had the opportunity to do in the day
program. We shifted Peter’s hours of support from a fixed weekday schedule to more flexible
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hours, including some evening and weekend times, so he could access a wider range of
opportunities and connect with groups like the Rainbow Community Church, the Queer
Resource Centre (Qmunity), and the Rainbow Discovery Alliance, a support network for people
with developmental disabilities who identify as LGBT and their allies.
Peter is a gifted performer with an encyclopedic knowledge of Hollywood classic movies,
celebrities and show tunes. He has been honing his skills with support from his good friend and
supporter Jane, entertaining a growing fan base in drag performances as his stage persona,
Amanda. The opportunities that have opened up to him in the past couple of years are a world
away from the day program he left behind. It would have been easy as Peter’s service provider
to keep filling his days with the usual day program activities, but thanks to the creativity and
commitment of his team to seeing him reach his potential, he’s not only building a strong
network but building his confidence and a strong sense of self.
“In high school I never wanted to come out...if I told my friends, it would be all over the school
and I’d be an easy target,” Peter recalls. “You don’t want to come out even to your own family,
how will they react, they might hate you or ostracise you. I came out some time ago, just to my
mom, wanted to see her reaction, she’s taking it slowly, she’s not sure about telling the rest of
her family.”
“I took my mom to the Pride parade last year for the first time. She was a little hesitant about it
at first but saw how excited everyone was about seeing her there with me. I was supposed to
march in it but we were late so we just hung out on the sidelines.”
About his stage persona, Amanda, Peter has this to say: “Amanda has always been a part of
me...she’s my inner diva, but she couldn’t have come out with the day program. Amanda has
had one performance, and we’re looking for more venues to perform at but most of them are
packed and it’s almost impossible to find one. I see Amanda performing more and maybe if
things go well even getting her own show.”
Peter was elected to Spectrum’s board of directors last year, and is looking for other
opportunities to give back to the community, like volunteering at the Queer Film Festival and
encouraging others who are gay, lesbian or transgendered to be proud of who they are.
“We’re changing the world...making it a more accepting place,” he says. Peter is challenging
stereotypes about people with disabilities and helping to build more inclusive, welcoming
communities. Changing the world? Absolutely.
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BARB
“Paid people are more involved [in my life] because they are around more often,
but I would like to see my friends take over some of these roles. I think I’d like to
go out with J. or K. without paid support. Staff know more about my daily
routine, but it can be more fun to do outside things with friends or family.”

Barb spent most of her life living in institutions. When Woodlands began downsizing, instead of
moving into the community Barb was transferred to Pearson Hospital, where it was assumed she
would live out her days. She began advocating to move out of Pearson and her persistence
finally paid off in 2000, when she moved into her first apartment, where she lives to this day
with her friend and former Pearson resident Veronica.
Barb has always had a passion for social justice. She was part of the “We Survived Woodlands”
coalition, and volunteers with the advocacy group CARMA. She has maintained ties to Pearson
Hospital, where she visits residents weekly as part of a Bible study group.
We invited Barb to be part of the Better Networks project in part so others could learn from her
example and experiences, but also because she’d been expressing a desire to expand her own
personal network. Those who know Barb often comment that she’s so busy taking care of other
people that she sometimes puts her own needs second. Her humility is one of her most endearing
qualities – she touches so many lives and has given so much to others, but never asks anything in
return. At the same time, she’s had some setbacks with her health and diminished mobility in
recent years, highlighting a need for some proactive planning to safeguard her independence and
allow her to enjoy the best quality of life for many more years to come. We know from research
on aging that people who have a strong personal network tend to live longer and recover more
quickly following a health crisis than those who are more isolated. Being connected to family
and friends who will recognize and affirm the need for more or different kinds of support can
make a world of difference, especially for someone with complex care needs as Barb has.
So for a number of reasons, we were excited to spend some time focusing on Barb’s network and
seeing how we might build on some of the many relationships she’s cultivated over the years.
Barb already had a fairly well established network of family and friends, but they tended to be
involved sporadically, and most often at the invitation of Barb or her support staff rather than
initiating contact with her themselves. Barb was looking for ways to turn this around, to have
more people more actively engaged in her life, for example her brother who she saw
infrequently. Sadly, Barb’s mother passed away during the course of this project, but this event,
coupled with Barb’s recent focus on expanding her network, triggered a change in Barb’s
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relationship with her brother: “My mom passed away this Christmas. I have been very strong
during this time. One good thing has come out of this sad event, my brother K. has been
spending more time with me and we plan to keep this up!”
Barb has cerebral palsy and uses an electric wheelchair for mobility. She has some use of her
hands but requires assistance with personal care, feeding, etc. She’s also had some fairly serious
health concerns, and with her advancing age there’s always a fear that she could easily end up
back in a long term care setting and losing the freedom she fought so hard to obtain. With this in
mind, Barb and her supporters priorized strengthening her network and putting people on notice,
so to speak, that she was in need of allies who would understand what’s important to her, stand
by her, and support her through this next phase of her life journey. Not surprisingly, everyone
we approached responded favourably and wanted to know how they could help.
Another goal of Barb’s that emerged through this project was that of sharing her story. We
thought one way she could do this would be by talking to new employees through our monthly
staff orientation, which she is now doing on a regular basis, to rave reviews. She also decided to
dust off some notes she started taking years ago and in March of this year finished writing – and
self publishing – her life story.
The Better Networks project helped bring into clearer focus the elements of Barb’s support that
would have the greatest impact on her overall wellbeing, now and into the future. It was an
opportunity for Barb to assess her priorities and be assisted to enlist some of her family, friends
and supporters in new ways. Barb, who at age 60 signed up for an adult basic education class to
learn how to read, is talking about going back to college to take more classes. She’s a woman on
a mission, making up for lost time and savouring all that life has to offer. The support of a
growing network of people in her life will help to preserve and protect her vision of a good life
in community, so she can continue enjoying life on her terms.

Shauna and Barb
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VIRGINIA

“I have more freedom now. I like having the whole house to myself sometimes – that
never happened in the group home. Elizabeth and Hugo have accepted me as part of
their family. It feels more like a real home.”

I caught up with Virgie at the office, where she continues to work twice a month preparing
mailings and visiting with people she’s known for 24 years. She was using a cane, walking on
her own following a lengthy stay in hospital after breaking her leg last year. Months of
physiotherapy were finally winding down as she gradually regained her mobility: “I have my
last physio appointment next week,” she said, beaming. It’s been a long road to recovery, but
Virginia is determined to get back on her feet and back into her routine at the office where she
has worked since 1989. She’s delighted to be back and catching up with everyone.
Her hair is pulled back in a neat French braid, a new look for Virgie. “Elizabeth did my hair,”
she explains, proudly showing it off. Come to think of it, her whole look is different. New
clothes, a new handbag, and a renewed sense of purpose about her since moving to her new
home and starting this new chapter in her life.
Virginia moved out of Woodlands in 1988, to a four-person home in East Vancouver –
Spectrum’s first home, which she shared with three other people who had lived on the same ward
in the institution, including her long-time boyfriend, Jack. Virgie and Jack continued living
together after this original group parted ways, until his passing a few years ago. Jack’s mother,
who Virginia was very close to, died shortly after him. With no family of her own, this was a
tremendous loss for Virgie. She became very lonely, spending hours by herself in her room and
withdrawing from activities with the other people in her home. She took to calling people at all
hours, leaving multiple phone messages for them that often went unanswered, adding to her
sense of loneliness and abandon.
Her entire adult life, Virgie had lived in structured residential environments. She was
accustomed to routine, to staff working a steady rotation of shifts, keeping the house organized
and being available to her for whatever she needed. Virgie is very capable, but wasn’t given the
opportunity early on to live more independently or to aspire to greater independence – the
assumption was that she’d always need care. Her physical and material needs have been well
met.
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Virgie’s social and emotional needs had been met largely through Jack and his family, who were
the centre of her universe for forty years, and a small circle of friends including her friend
Shirley. Months in advance of any special occasion, like Christmas or birthdays, Virgie would
start confirming the arrangements and making sure everyone knew what was being planned. She
lived for these occasions, not just because they were part of her routine, but because they were a
chance to spend time with the people she loved. Then as she approached her 70th birthday, that
all changed. Like so many seniors who lose a beloved spouse, Virgie was faced with redefining
herself and figuring out a new way of being in the world, as a single person rather than part of a
couple. Still surrounded by the same people who had supported her for years, in the same home,
Virgie she seemed to have lost her sense of belonging. She was uncertain where she fit anymore,
and was waiting for someone to come and fill the void. The waiting gave way to frustration
when people didn’t return her calls and she was left to face the reality and enormity of her loss.
Virgie wasn’t part of the Better Networks project, but her support team had been part of the
discussions and training around building personal support networks. The manager of the home
had started talking with each person and their families about optimal living arrangements and
exploring whether any of the people in the home might want to consider changes to their living
arrangement – the same kinds of conversations that were starting to spread throughout our
agency. One by one, Virgie’s housemates began thinking about the qualities of home and
qualities of supporters that were most important to them. Virgie, however, was sceptical. Her
whole life, decisions like this had been made by others. For as long as we’d known her, Virgie
had put her faith in the system and professionals to know what was best for her. The doctors and
social workers at Woodlands said a group home was what she needed, and so that was where she
felt she belonged. Still, it was clear she was not happy where she was. Those closest to her
believed Virgie would be happier in a smaller, more intimate setting where she could have more
privacy and fewer, more natural relationships with people of her choosing. But they also knew
that she’d need to see and experience first hand what this might look like if she was ever to make
any kind of informed decision. And so instead of broaching the question of an optimal living
arrangement, we started with relationship.
Early on in these discussions, Virgie had met Elizabeth, who was closer in age to Virginia than
some of the people she was currently living with. They started to form a friendship. Virgie
spent a couple of weekends at Elizabeth's, met her family, and got involved in some family
celebrations. Gradually she started to see what a shared living option could look like and
consider if it was one that she wanted for herself. She and Elizabeth were still getting to know
each other and considering the possibility of sharing a home together when Virgie broke her leg
and ended up in the hospital.
For the next three months, Virgie underwent surgery and then a lengthy recovery period, first in
hospital and then in a rehab facility. It seemed so unfair after everything she’d been through to
now be dealing with this, but the one bright spot in her ordeal was that her friendship with
Elizabeth blossomed during this time. Elizabeth stayed in the picture and was a great friend to
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Virgie during this trying time. At the same time, Elizabeth’s relationship with her soon-to-behusband Hugo was also developing. Meeting Hugo was a turning point for Virgie. They hit it
off instantly. He started coming to the hospital with Elizabeth to visit Virgie and was so helpful
and caring toward Virgie; she said he made her feel safe.
By the time Virgie was ready to come home, she was ready to make a clean break from her old
life to the new and she moved in with Elizabeth and Hugo.
Virgie’s life was changing again, this time with a renewed hope for better days ahead. Elizabeth
and Hugo surprised her with a vacation to Mexico to celebrate and Virgie had her first plane trip
ever! She had a great time and is looking forward to going back again. They hope to make this
an annual event.
Asked what she likes most about her new home, Virgie says she likes living with people her own
age and she likes having the whole house to herself sometimes – this is a novelty she’s never
experienced before. She likes getting her hair done with Elizabeth. She’s enjoying getting to
know Elizabeth’s daughter and grandchildren, who visit often.
And she likes keeping in touch with the people who have been part of her life for many years.
Her visits to the office, while less frequent than when she was working there every day, are a
cherished part of her routine. She recently took a day trip to Harrison with one of her former
housemates and they’re planning to keep in touch. And of course she still keeps in touch with
Jack’s sister and her family, and her friend Shirley, who will continue to play an important role
as she settles in to this next exciting phase in her life.
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JOE AND HIS HOUSEMATES
In 2003, three young men moved in to a large rancher in the Southlands neighbourhood of
Vancouver. The gentlemen barely knew each other and didn’t actually choose to live together.
They were going along with the suggested arrangement by their service provider, which seemed
to make good sense at the time. The guys were of similar age and shared some common
interests, and challenges. For better or worse, they allowed us to plan for them.
The assumed authority of the service system, and the unquestioning acceptance of that authority
by so many in services, became apparent to us through the example of these three young men.
Even with our best intentions and concerted efforts to involve those closest to a support person,
the message we conveyed from the very beginning was, “we’re in charge.”
A few years into this support arrangement, all three of the fellows started to express a desire for
more autonomy and more individualized living arrangements, but one of them in particular, Joe,
became a catalyst for change.
Joe had tried out a few different living situations in the past, including shared living with a
caregiver, which was not successful. The perceived safety and security of a staffed home had
appealed to Joe and his family initially, but before long they (and we) started to question whether
it was in fact the most optimal or natural arrangement, and wondering what else might be
possible.
As Joe and his family started asking these questions, the other two gentlemen and their families
got a bit curious…. and nervous. At first their questions were along the lines of, “If Joe moves
out, who will take his place?” and “Will Spectrum close the home down?” This became an
opportunity to talk about the same kind of discovery path that Joe was on, so we began similar
conversations about dreaming bigger and imagining better (to paraphrase Michael Kendrick)
with the other fellows and their families.
It was difficult for everyone involved to be comfortable with the idea of each of the gentlemen
moving out of what was a fully supervised, 24 hour a day supported home. Dividing the
available funding between the three men would not afford the same kind of support for them to
live separately as they had sharing the support under one roof… and that’s where things got kind
of panicky. The families were particularly worried about the risks of their sons being supported
less, about the loss of 24 hour staffing and the fear of what might happen if their sons were on
their own for periods of time.
Through planning meetings and conversations, a dream of a better life was idealized with each of
the three gentlemen. These gatherings of family and personal networks, facilitated by Spectrum,
addressed the dreams, fears and concerns; as well as ideas on implementing formal and informal
safeguards to support a more dynamic, natural, and independent lifestyle. This required that
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everyone start thinking a little outside of the typical service choices. It required that we really
look at was needed, what could be done within the unpaid network, then fill in the gaps with paid
roles.
At one point in Jeff’s planning meeting, Jeff was talking about all of things he used to do on his
own; cook, clean and shop for himself. He pointed out to his family and the staff who had been
supporting him that he was no longer doing those things for himself, because the staff had
assumed these roles.
Joe’s former housemates, Jeff and Rob, opted to rent their own apartments that would allow
them to live in the community of their choice, with paid roommates of their choice providing
some support. It’s like a shared living arrangement; however, the apartments belong to the guys,
not to the caregiver. If the relationship breaks down or things don’t work out between them, then
the caregiver will be the one to move out.
Bringing the largely unspoken fears to the surface and assessing potential risks in an honest and
thoughtful way with the guys and their families actually helped these young men and their
families feel more confident and to realize that the wrap around support they’d become used to
was more than they really needed. Now with about 10 to 12 hours of direct support each, both
Jeff and Rob are able to accomplish more and experience a more typical, private, independent
lifestyle.
Joe opted for something slightly different. At first he tried renting a basement suite from
someone he had known for 5 years and had a friendship with. Joe paid market value for his suite
and allocated a modest sum to his friend, for oversight/safety support. This left him with 20
hours of support to pursue community inclusion, vocational and life-skills goals.
The living arrangement ended up not being quite what Joe and his family had hoped for, so they
looked for something else. An opportunity came up that was ideal. A suite in a 4 level
apartment in Kitsilano, the neighbourhood where Joe grew up and the same building his mother
now lives in. In this arrangement, Joe would live in his own place and continue to receive the 20
hours of support already mentioned – but with mom close by for added support and peace of
mind for them both. Joe now lives in his own apartment, works at IGA down the street and has
support from family and friends to direct his own supports.
All three men are confident they made the right choice to make a change.
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Final Thoughts

Accomplishing this kind of a small project is a great way for an agency to figure out what it is
doing well and what it would like to do better, and for fostering change. It's perhaps a bigger
topic that the idea that one can change a whole system overnight is difficult or impossible, but
there's a lot of research that suggests if we can demonstrate better ways people will join in and
build on those successes. We've been really excited by the feedback from the participants and
their supporters, and the changes that people have already made. They have taught us a lot,
about the uses of language and assumptions and how if we jump in too soon we deprive them of
their ability to be more independent and do things the way they want them done. One thing we
realized, yet again, is that if we don't communicate clearly people will fill in the gaps with things
that we didn't intend.
The question of what constitutes best practice in our field comes up a lot. What was considered
best practice thirty years ago is no longer so. No doubt thirty years from now the service system
will look very different than it does today, and the definition of best practice will have evolved
further. Part of what appealed to us with this project, and with the conversation about networks,
is that it’s not about service models. It’s about relationships. Whatever the prevailing service
models, whatever the funding priorities of the day, if we can stay focused on individuals within
the context of their own personal networks rather than trying to create the next best service
model, the path forward will unfold in ways we can’t predict or prescribe, and in ways that make
sense for each person.
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Graphic summary of the Better Networks for Better Lives wrap-up (by Stina Brown)
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APPENDIX A
Spectrum Society for Community Living
January 19, 2011
Better Networks Pilot Project
Terms of reference

The Second Goal of Spectrum’s three year Strategic Plan (2010 – 2013) is:
2. Shifting to a more person-directed approach to service
Spectrum Society will continue to shift its focus from agency directed to person directed
services, with 40% of persons served directing their own services by2013 in partnership
with their support network.
While the Better Networks Pilot Project touches on all five of our goals, it most directly
addresses this goal of shifting focus by increasing the number of people served that are self
or network driven, rather than perceived to be agency driven. In this first year we want to
support a trial number of about a dozen individuals, each of whom will be supported by
one leader. We believe that about half of these individuals already have actively engaged
networks, or drive their own supports, which makes our job one of documenting what is
working (and refining what works less well). The other half of these individuals have
requested a change in service, and support to help them become more person‐driven.
The project will have priority for the next year.
We will begin by measuring the self‐perceived effectiveness of these networks / self
advocates and our facilitation of the expressed desire for more control. Over the course of a
year, we will create a team of peers and individuals with disabilities to document and
address challenges around increased control, successes as we accomplish them, as well as
side benefits (for example, who else might be positively affected by this project). At the end
of the year we hope to have about a dozen individuals who are perceived to be in control of
their own services, an equal number of leaders experienced in facilitating this, and
documentation which will allow us to debrief the processes, plan better for the following
year, and share our findings with peers.
Method: the self‐determination and engaged network support of each individual in the
Better Networks Pilot Project will be facilitated by someone in a leadership position who
will take responsibility for planning, problem‐solving, communication and documentation.
Regular meetings to debrief, address questions, support peer training and planning will
allow for better problem‐solving and clarity of purpose. In our initial meetings we will
clarify:
• Vision, objectives, scope and deliverables (i.e. what we want to achieve)
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•
•
•

Stakeholders, roles and responsibilities (i.e. who will participate or be affected)
Financial, infrastructure, planning and staffing resources (i.e. how it will be
achieved and who needs to be involved)
Work breakdown over the course of a year (i.e. when goals might be achieved and
what landmarks might be identified)

We will also look at the ethical implications in terms of:
• Possible risks to various parties
• Success factors
• Possible or perceived restraints.
Part of how we will begin to plan for this project is by meeting with Pat Fratangelo to
discuss leadership in the context of person‐centeredness, and by looking at some
innovative initiatives in Manitoba and New York state. We will also meet with Michael
Kendrick about an agency review, of which this project might be part.
Measures: we have identified things which, we believe, must be in place if people are to be
self‐determining. Initial and end‐project interviews will look at factors that have changed
(or not). We will utilise “project management” thinking and planning throughout this year
to clarify what each of us is working on and aiming for at each juncture.
Leadership: This project will be led by Aaron Johannes and Susan Stanfield.
Decision‐making: we hope to make decisions by consensus at our monthly debriefing
meetings. Through communication and relying on different gifts of the various players we
believe that we can come to agreements which are ethically sound and practicable.
Learning: progress, successes and challenges will be documented at monthly debriefing
meetings as well as online through a blog or tyze network. Leaders will also be asked to
keep journals of their own learnings, which will be sent in at the end of the project.
Documentation: we will chart the progress of increased self‐determination and network
development through stories, graphics, qualitative interviews and data collection.
Findings: it is our intention to write up these findings as a report to be shared with peers. It
has been particularly effective to a) transcribe conversations in people’s own words b) use
plain language c) use photographs and graphics to convey these journeys.
Impact: we hope that the quality of life and ability to self‐determine will increase for the
target individuals, that our ability as leaders to support such self‐determination will
increase, that our agency’s capacity to include different methods of supporting
self‐determination and networks will increase. Increased documentation and more clarity
in terms of goals and milestones will allow us to better plan for future changes.
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SPECTRUM SOCIETY FOR COMMUNITY LIVING
3231 Kingsway, Vancouver, B.C. V5R 5K3
Phone: (604) 323-1433 Fax: (604) 321-4144
www.spectrumsociety.org
www.101friends.ca
CONSENT TO PARTICIPATE IN SPECTRUM’S
“BETTER NETWORKS FOR BETTER LIVES” PILOT PROJECT

I,
(print name), give my consent to participate
in Spectrum Society’s “Better Networks for Better Lives” pilot project, March 2011 – March
2012. I understand that a report will be written at the end of this project and shared with others,
including people outside of Spectrum.
Please check below if you are comfortable having your name and/or photograph used in the final
report. The language and pictures in the report will be positive and respectful.
I consent to my name being used in the final report
I consent to my photograph being used in the final report
Signature:

Date:

Witness (print name):

Witness (signature):
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APPENDIX B
Commitment to Partnership
An Overview of Spectrum’s Strategic Plan
2010 – 2013

Our Vision
Spectrum Society for Community Living believes that community is enriched by the presence
and contributions of its citizens with disabilities. We believe that together we can create a world
where all people are valued, their voices heard, their choices respected.
Our Mission
Spectrum Society’s mission is to support people with disabilities to experience full citizenship
and genuine belonging in community. We are committed to continuous learning and
improvement through research into leadership and best practice. As a service providing agency,
our focus is on strengthening the capacity of individuals and their networks, augmenting rather
than replacing natural supports.
Our Values and Beliefs
Our work with individuals, families, volunteers and employees is guided by the following values
and beliefs:
• Every person has the right to direct his or her own life
• Every person is entitled to respect and dignity
• Every person has something to contribute
• Mutually rewarding relationships enhance the quality of life
• We encourage innovation and creativity
• Diversity strengthens our communities and our workplaces
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2020 Vision

Hindsight is 20/20, or so the saying goes. It’s easy to look back and second guess the past, but not so
easy to look ahead and anticipate the future. What will community living look like ten years from now?
What will Spectrum’s role be, and how should we focus our time and resources in the months and years
ahead so we’re prepared for the future, or better yet, helping to shape it?
Community living is in a state of transition. Some provinces like British Columbia have closed their
large institutions, but others have not. People with disabilities have more rights and more opportunities
than ever before, yet their poverty and unemployment rates remain among the highest of any group in our
society. Competition for government resources puts constant pressure on funders and agencies to meet
the growing demand for services. British Columbia has many services compared to other places, but
services alone don’t make for a better quality of life, and in fact many kinds of services keep people apart
from their neighbours, friends and family rather than included. A new generation of young adults who’ve
grown up with their families and attended their neighbourhood schools are coming into services, ready to
take charge of their lives, to get jobs, make new friends, become more independent alongside their
siblings and peers – they’re not looking for placements in group homes or day programs. Yet only a
small percentage of funding for community living services is directed at individualized options. We think
individualized options should be available for everyone, no matter what their communication method is,
whether they are young or old, wealthy or poor.
The challenges are many. But the good news is, we can make a difference. Spectrum’s Personal Support
Networks demonstration project for CLBC in 2007 showed that the community is ready, willing and able
to include people with disabilities. Everyone out there is looking for connection. This isn’t a disability
issue, it’s a basic human need, and in many ways people with disabilities know more about building
community than anyone else. We discovered that people often do have family, friends and others who
want to be more involved, we just need to pay attention, ask better questions, and take the time to listen.
Everyone has the capacity for leadership, if we empower them to take control of their own lives and are
open to hearing what they have to say.
People who don’t communicate in conventional ways need a way to say what they mean that everyone
around them knows how to use, and uses consistently. Being able to communicate is vital to people’s
safety and well-being. Having a network of caring people who understand and honour the person’s
communication is an important first step in supporting the person to begin to take charge of his or her
own life.
Spectrum can choose its own path and drive its future, mindful of the challenges but not overwhelmed by
them. We can start building systems and structures now that will sustain our agency through 2020 and
beyond, while ensuring that our services keep pace with the needs of future generations, and that we
remain a service provider of choice for individuals wanting more control over their own lives.
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Shifting from an agency directed to a person directed approach will be Spectrum’s overarching goal for
the next decade. By 2020, Spectrum will have:
1.

Evolved toward a more person centred, person directed model of service
-

2.

individuals, in partnership with their families, friends and allies, will be directing their
own services to the best of their ability

Grown and developed leadership for the above
-

people to deliver and monitor the services

-

people to provide strategic oversight of Spectrum’s services

-

leadership roles for persons served and their networks

Commitment to Partnership
We believe the best way to advance our mission is to focus our attention and expertise on building
partnerships with individuals, their families, friends and allies, strengthening the support networks that
are so vital to people’s safety and well-being in community.
Spectrum’s commitment to building strong partnerships will inform every aspect of our work, including
service priorities, special projects with other agencies and funders, public relations and outreach work,
communications, fundraising, policies, leadership development and human resources.
This strategic plan sets out an action agenda for the next three years, from 2010 to 2013. It addresses not
only what Spectrum Society does but how we intend to transform ourselves to increase our impact –
focusing on support networks, becoming a model of excellence in supporting self governance, nurturing a
culture of learning and leadership, and developing a self-sustaining social enterprise.
Considerable reflection and consultation with persons served, families, employees, colleagues from other
agencies, recognized leaders in our field, funders, and our Board of Directors have contributed to the
development of this plan. We met with eleven different focus groups and got input from about 100
people of all kinds. We used seven different planning tools, trying to find the best tool to fit the needs of
each group – we wanted to create a kind of planning project that reflected the diversity of our new vision.
Spectrum has a significant provincial reputation for creating individualized services for each person that
we’ve met, and not relying on a cookie cutter approach. We don’t fit people into “vacancies” – we get to
know them and help them communicate what they want. However, being individualized does not in itself
guarantee a quality service. As long as funding and decision-making are tied to the agency, not the
person, we deny people’s capacity to direct their own lives. As long as we continue to view people as
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clients in a service system, we perpetuate a paternalistic and institutional way of thinking. For the dream
of community living to be fully realized, we must start to view people first and foremost as citizens in
community.
We need to dig deeper into the question of what it means to be in community, to challenge the
conventional wisdom that service providers know best, and start looking to natural supports – family,
friends, neighbours, community affiliations – as a first response; to recognize the abundance of resources
waiting to be tapped in community, and lessen our reliance on the scarcity of government resources.
We believe that everyone has the capacity to direct his or her own life, given appropriate support from
people who know and care about them. But in order for people to take charge of their own lives – to
become “self determining” – we as service providers need to let go of some control, to move beyond
being caretakers and managers of people’s lives and learn how to be facilitators of relationships and
community connectors.

Strategic Goal for 2010 – 2013

Spectrum Society aspires to be a model of excellence in building sustainable support networks that
are grounded in strong partnerships with individuals, their families, friends and allies. We strive to
learn, to improve our practice, and to effectively support the leadership of individuals and their
networks.

To realize this strategic goal, Spectrum Society is committed to five inter-dependent and mutually
reinforcing change goals:

1. Strengthening the capacity of individuals to develop and tap relationships, networks
and community partnerships
Spectrum Society will work to engage families, friends and significant others in the lives of those
we serve. By 2013, 60% of persons served will have identified support networks.
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A priority for the next three years will be to actively support the
development of support networks in the lives of those served by
Spectrum. In the absence of a support network, staff and
professionals become the de-facto decision makers, and this poses a
conflict of interest. Everyone needs people in their lives who look out
for them and can speak up for them.

2. Shifting to a more person-directed approach to service
Spectrum Society will continue to shift its focus from agency directed to person directed services,
with 40% of persons served directing their own services by 2013 in partnership with their support
network.

Spectrum is proud to serve some individuals
already who direct their own services,
through microboards and host agency
agreements, and self advocates who hire and
direct their own staff. These people have
taught us a lot and we believe we have the
capacity and willingness to now begin
focusing on others who have said they
would like to be more involved in directing
their own services. At the same time, we
will clarify our approach and shared
expectations with new people coming into
Spectrum’s services, and with our funders.

3. Becoming recognized as a model of excellence in supporting self governance, locally and
beyond
Spectrum Society will continue to work with, and learn from, like minded colleagues locally and
internationally who are committed to supporting self governance. We are committed to making
the organizational changes needed to shift from an agency directed to person directed approach
and, with our fellow leaders from all over the world, growing person directed options as varied
and individualized as the people supported.
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Many families and individuals at Spectrum already hire and train
their own staff, participate in evaluations and govern their lives.
A number of organizations around the world have successfully
shifted their services to self governance models. We will continue
to engage in participatory research and to develop connections
with like minded organizations and leaders, exchange information
and ideas, write and engage in discussions about these options and
incorporate this learning into our own practice.

4. Nurturing a culture of learning and leadership
Spectrum has attracted a wonderful community of people who want to be part of our culture of
learning and leadership, supported by a system of accountability that allows us to demonstrate
the impact of our efforts on the quality of life of persons served. We will continue to grow and
improve this aspect of our agency.

We will priorize a learning agenda to support deeper
investigation, reflection and follow up with greater efforts
being made to document and disseminate results and
showcase learning. Accountability to all stakeholders,
especially persons served, will be strengthened.
Building partnerships requires a different skill set than
traditional program management and community support
work for everyone working in every part of our
organization. We will develop new competencies that
focus on facilitation, relationship building and community development, involving everyone at Spectrum
and each of our departments.

5. Developing a self sustaining social enterprise / business arm of Spectrum
Spectrum Society will develop a social enterprise that satisfies a “triple bottom line”:
-

Benefits persons served, eg. providing employment opportunities
Benefits Spectrum Society by providing an independent revenue stream that will support
Spectrum’s services
Benefits the community by leveraging our experience and expertise to have an impact
beyond our immediate constituency
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We are very excited to launch Spectrum’s first social enterprise,
which will fund research, leadership development, and special
projects showcasing some of Spectrum’s innovative work. We
are developing a publishing company that will distribute books,
articles and multi-media resources on best practice in our field,
and expand on the workshops, training and conferences that we’ve
introduced over the past couple of years.

Working Together

British Columbia is recognized the world over as a place of innovation and leadership in community
living. Spectrum Society recognizes that it has an opportunity to make an important contribution to
fundamental change in other parts of the world where community living remains but a distant dream for
many people. Closer to home, we have a responsibility to support positive change for people with
disabilities in Canada. We will continue to support the efforts of our local and national counterparts as
they strive to ensure quality lives for all citizens with disabilities.
We believe strongly that for us to focus on such an ambitious agenda we must priorize that our employees
must be treated with respect in all ways, which includes equitable wages and benefits.

“Community means ‘people in relationship.’ Association means ‘people in powerful
relationship.’ A competent community finds its own way through ever-increasing
connections between people who exercise their right of freedom of association in order to
create a better future together.” - John McKnight and Peter Block, The Abundant
Community: Awakening the Power of Families and Neighbourhoods, 2010
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