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What Just Happened Here? 

by Aaron Johannes 

My colleague, Susan Stanfield, and I, and our agency, Spectrum 

Society,  are at the end of a project that has run for some 30 

months, in which we focused on the personal support networks of 

folks with disabilities in British Columbia.  Initially we led our own 

project for six months, then developed a curriculum based on the 

findings of four similar projects around the province, as well as 

best-practise information and feedback from participants, and then 

making our way around the country doing a workshop series.    

Community Living B.C., commonly referred to as CLBC, has meant 

many things to many people in our field and a study of it itself 

would be interesting in terms of what it represents in terms of to 

and fro movements between classical and progressive models of 

support for folks with disabilities, but a thing that is inarguable is 

that CLBC has brought many leaders from the community into 

arenas traditionally held by social workers and social service 

government staff.   Concurrently, CLBC has been an excellent 

model in terms of bringing in community members from other 

arenas (banking, business, service industries, private health care) 

and letting them ask new questions and find new answers.    

One of the decisions we‟ve been most interested in has been the 

hiring of Jule Hopkins as Manager, Service Accountability and 

Safeguards.   We‟ve long known Jule in several different roles, all 

based with different non-profit and city agencies in the community, 

so were interested when she went off to the “dark side.”   Jule has 

always been far braver than any of us and, with a Safeguards 

committee intent on looking at how folks with disabilities are 

ensured safety in their communities, has done some amazing work, 

including leading this Personal Support Networks project in which 
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four agencies around the province were given a bit of funding to 

embark on six month of exploration related to personal support 

networks for folks with disabilities.    The two key questions were 

what could be done in six months and what was happening with 

personal support networks, and was there anything that could be 

done in the short term with folks who had no discernable network?   

You could create any sort of proposal you wanted, but half of those 

individuals included need to be people who no discernable 

networks.   

One of our ongoing concerns has been the idea that it can take 

years, decades even, to create an effective personal support network 

around an individual with a disability.   Does this make sense, 

really?   If it was me, would I be willing to patiently wait for a 

decade before I felt I had friends and supporters?  So one of the 

things I liked about this project was that it addressed this question: 

what could we do in a short term?   There was no investment in 

success or failure,  it was all posited as an exploration towards a 

goal of getting a snapshot of what was happening and what possible 

directions things might go in. 

From working with Microboards we knew that things can move 

quite quickly if people are given roles that are honoured, and that 

they‟re often just waiting to be asked, so we were hopeful we‟d find 

similar situations in our own services and around other folks in our 

communities. 

I began writing up a proposal and Ernie, the Executive Director of 

Spectrum, looked at the draft and reminded me of a recent day we‟d 

spent with David Pitonyak at which David asked the question, “who 

holds your story?”   We decided instead of a “usual” sort of proposal 

we‟d tell stories – stories of funerals for someone who, when we met 

them, had no friends or family and then sixty or seventy people 

showed up for their service.   Stories of funerals where we were 
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treated not like service-providers but like family, and of how 

incredible that felt.    We also told stories of birthday parties, 

employment sites where people made friends, and phone books full 

of numbers.    We heard later this was the sort of down-home 

approach they wanted to see.   

Prior to CLBC there would have been no such project.   If there had 

been a study it would have been commissioned by an academic and 

a down-home approach would hardly have been what they were 

looking for.   We had a great time.  We learned so much, and Jule 

ensured that there were opportunities to share that learning with 

the other agencies involved, and was also a model of insisting on 

accountability measures while giving us a relatively free hand.   

At the end of the project we felt very grateful, as if we‟d been given a 

gift, and also our perceptions of what we did shifted quite radically 

for a few reasons.    First, people with disabilities were way better at 

making and keeping friends than we‟d ever expected.   Second, we 

(our agency) was not perfect in our supports for networks or even 

for the idea, at the ground level, that this was a significant part of 

our work – we were quite embarrassed to find that so much ground 

had been lost in what seemed as we examined it an ebbing tide of 

institutional thinking (we were not alone in this realization).   Third, 

we realized that relatively simple approaches could yield rich 

results.   

This information became the basis of our workshop curricula, 

which has taken us from Terrace to Nashville.   We met with 

various groupings of people.   While our original intention was to 

meet with mixed groups of folks with disabilities, family members, 

community support workers, CLBC staff and community members, 

this rarely worked out.   However,  we‟ve also found that while it‟s a 

good thing to bring people together, it‟s a good thing to have 

differentiated groups with similar experiences as well.    Staff have 
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many particular questions, as do families and as do people with 

disabilities.   I‟ll write more about this later.   In the end, we‟ve met 

with about 30 groups, with an average of 30 people in each group 

(our smallest group was 10 people and our largest have been about 

150) and have talked with about 900 people.    As we met people, 

they gave us their ideas, some of which hadn‟t thought of, and 

asked great questions, some of which we‟d also never thought of.    

One of our most recent workshops, in Kamloops, came closest to 

the original ideal grouping, with a range of self-advocates, families 

(parents and siblings), friends of folks with disabilities, people from 

a local church, students, CLBC staff and members of the 

Community Council there.    

One of the opportunities with the workshops has been to include 

our local affiliates from CLBC and other agencies and network 

supporters as co-presenters.    We‟ve really enjoyed this, 

particularly as we‟ve realized that one of our issues as a movement 

is that we don‟t really know how to tell the stories of our successes 

and that we don‟t know how to claim leadership locally, and it could 

be that this challenge is best met together.   

The smallest represented group has been CLBC staff and agency 

management.    While many Executive Directors have been behind 

all that we‟ve done through this project, not many E.Ds have been 

able to attend.   CLBC staff have attended and for many it seems its 

been a singular, transformational experience as we‟ve managed to 

create the space for conversations.    Their feedback has been great, 

and perhaps what‟s been most interesting has been their sense of 

humility around the families, self-advocates and team members. 

The most challenging group has been middle management – those 

in leadership positions that are not executive positions.    If there is 

anyone in the room who is going to spend time texting things (I‟m 

sure they‟re really, really important texts to send) it‟s these folks.   If 
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we try to re-arrange everyone to sit with some people they don‟t yet 

know, these people will resist and want to stay together.    In one 

workshop one of them kept throwing up her hand to disagree with 

something we‟d said and when we‟d go to answer she‟d turn to her 

friend and talk to her, obviously ignoring the answer as if it was a 

waste of time.   In a few of the workshops middle managers have 

come up to say that they wished they‟d known more about what 

we‟d be talking about because if they had they would have told us 

not to bother as they do all of this training themselves and have for 

a long time.   “It would have been nice if we‟d had a chance to share 

some of our successes,” they have said, as if we hadn‟t built in a 

dozen opportunities for people to talk through the day (which they‟d 

ignored or spent texting.).  Behind them, came their staff and the 

families of the folks they support, saying how important it is that we 

talked about this topic because it‟s the first time they‟ve had a 

chance to have these conversations.    

One of the exercises we do is the “Solution Circle” which, as with so 

many good things in our field, comes from Inclusion Press.   This is 

to address in a concrete way the ongoing theme that someone had 

been moving in a certain direction but then had run into a problem 

and got stuck.   In one of our first workshops someone was telling 

us a great story about a horrible experience in a bank line-up (we 

seem to know how to tell the horrible stories really well!) which 

ended, “and that‟s why we can‟t go out in the community and do 

these things!”   Susan said, “Okay, so let‟s get some information 

and brainstorm this – when did it happen?”  “It was 11 years ago, I 

remember it like it was yesterday!”   We‟ve run into this idea a lot – 

among our own teams at our agency as well.   Something that 

happened a decade (or two) ago becomes mythic and part of the oral 

history around the person, even though quite probably everyone 

who worked at the bank has moved on, and hopefully the person, 
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and the team supporting them, have different and better skills 

now...  surely we could try it again?   

So the Solution Circle is broken up into four parts.   In the first 

part, the problem presenter talks, for six minutes.   Often they‟ll 

run out of things to say, and we ask the rest of the group to stick to 

the rules and not start talking, just wait (and it‟s amazing what can 

come up out of this silence).   Then the group brainstorms different 

ideas around the problem, with the problem presenter not being 

allowed to speak (they can‟t say “we already tried that,” “that won‟t 

work,” “I don‟t have time for that,” or any of the things that we all of 

us say in these situations – it can very, very hard for them).   Then 

the group, together, discusses all the ideas.   There are always 

things that the problem presenter hadn‟t thought of or sees in a 

new light.   Last, the group makes an action plan of some simple 

steps to try right away and some follow-up steps.    What amazed 

us was how many parents and self-advocates came up and said 

that it was the first time anyone had ever listened to them for six 

minutes; people often cry in these sessions and it‟s a great 

opportunity for some honest bonding around the table.   We‟ve 

learned not to jump in and try to fix things but to let people help 

each other.   Thus far, anyone with a real problem (we ask them to 

think of things that they think are unfixable), has come out of it 

with some great ideas.    

An interesting part of this exercise has been the focus on the idea 

that the answer is in the room, that someone in our community 

already has a good idea about what to do next, as opposed to a 

focus on a referral to a professional to give a diagnosis or develop a 

“program” which might take months.    

Our entire curriculum is designed around sharing what we‟ve 

learned around the province, and also building very concrete 

skillsets and showing people that increasing and deepening a circle 
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of friends is not rocket science, it doesn‟t require a lot of money or 

time, just a different kind of attending to relationships and 

potentiality.    

Self-advocates.   Our favourite groups have been self-advocates.    I 

have worked with groups of self-advocates for the last decade, 

supporting B.C. People First as a Provincial Advisor and other self-

advocacy groups around the province in any way I can.   Oddly, 

some of my first conversations with self-advocacy groups 20 years 

ago were about relationships and how to expand one‟s network, 

with the goal of finding advocates and supporters.    In our more 

recent conversations we talk about who‟s in your network of 

support, without assuming that people are isolated – because often 

they are not at all isolated.   They have enviable networks and some 

of them work so hard to bring people together and to be a good 

friends that Susan and I feel strongly that our own lives, and those 

of the other participants at the workshops, are much better for 

hearing their stories and ideas.   In the end, self-advocates should 

be able to own that this contemporary issue of isolation is 

something that they‟ve developed expertise in over the last half-

century.   They are leaders in an area of interest that urban renewal 

agencies, seniors centres, immigrant organizations and 

neighbourhood houses are trying to figure out!   

Of course, some people are still isolated, but for more socially adept 

self-advocates to share what they do and how they do it with people 

who might be less proficient at developing a network is great, as 

everyone ends up with some different ideas.   One of the things that 

we do in all our workshops is talk about asset inventories – coming 

at things from an asset-based concept instead of looking at people 

in terms of their deficits.    We watch a little bit of a film based on 

Rachel Stein‟s book, Riding the Bus with my Sister.    In the film, 

Beth, a woman with a disability, played by Rosie O‟Donnell, has 
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given up her day services and her job to ride buses all day long; her 

sister, a successful professional played by Andy McDowell, is called 

in to support her team of professionals in an intervention in which 

they tell Beth to get back to work and stop riding the buses...  Beth 

says to her sister, if you really want to know about my life, come 

with me on the buses.   What Andy discovers is that her sister has 

developed a web of relationships with bus drivers and other riders 

all around the city, helping out new bus drivers with their routes, 

giving them cards and gifts, treating them like friends, and in the 

process some of them become her friends.   

In our workshop we distribute sticky notes and then watch the clip 

from the movie, where you get introduced to the character and get a 

sense of her.   We ask them to write down a few things that they 

notice about Beth, things that they like and would want to focus on.    

Families, staff and friends always write down qualities like “strong,” 

“free,” “assertive,” “funny,” “generous,” “kind,” “knows all the transit 

routes,” etc. and we put the post-its up on a big simple drawing of a 

figure and talk about how all of us have all these good qualities to 

focus on, instead of our challenges, and what are some ways we can 

stay focused on what we‟re good at?   We briefly compare this kind 

of inventory to a list of clinical notes made about a specific 

individual and look at his asset inventory.   This exercise – a post-it 

note asset inventory – can be done in a few minutes and is also a 

great thing to do with an individual with a disability, to get a sense 

of what they like about themselves. 

The first time we did this with a room full of self-advocates turned 

out to be one of the few times I haven‟t really known what to say or 

do.    We finished the film and they were sitting there in silence, 

with these little piles of roughly printed post-its and this sort of 

haunted look.   This is a really fun movie and no group had ever 

had this response – they‟re usually very excited and ask where it‟s 
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from and how they can get a copy and talk about how Rosie‟s 

portrayal of Beth is so much like people they‟ve known.   “So what 

were some of the qualities you liked about Beth?” I asked.    

Dead silence.   Finally one put up his hand and said, “She‟s very 

obnoxious.”  Another said, “She‟s pushy.”  Another said, “She used 

the bathroom that said „Bus Drivers Only.‟”   What they‟d done was 

make a list of all the things that they saw in Beth that people had 

criticised them for over their own lifetimes.   “Why do you think 

she‟s obnoxious?”  I asked.   “Because that social worker said so.”  

“Yes, but did YOU feel she was obnoxious?  Obnoxious means that 

it would bother you to be with her.”  “No.  I liked her,” they said. 

So it becomes a longer talk about strengths and challenges and 

being authentic and believing in yourself after a lifetime of criticism 

directed at who you are.    It could easily become a talk about all 

the negative messages they‟ve heard about themselves over the 

years, but that would be another kind of workshop and we‟d need 

some way to deal with a lot of vulnerability.    In the end they get to 

a point where they will list the things they like about Beth – she‟s 

loud, funny, assertive, humorous, generous, kind, grateful, 

knowledgeable about many things but bus routes in particular, 

practical (she fixes her own toilet), has a great memory and she 

wasn‟t afraid to tell the bus driver she was angry with he‟s a “big 

galoot!”    In the end, they love Beth.  In the end, I think, they love 

themselves a little bit more.    

My one fear around showing this particular film was that folks 

would be insulted that Rosie O‟Donnell, an actress without a 

disability, would be playing someone with a disability.   Feedback so 

far is that they are excited to see themselves, or someone who is 

like people they know, on a screen; it‟s a relatively new experience 

and gratifying.   They also like the story of how Rosie‟s sister 

learned from her about what was important in life, and how she 
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ended up thinking her own life needed more work, and changing 

things for herself.   The sister that she thought she needed to care 

for, became the teacher.  And that the book, which the real Bath 

wasn‟t actually very interested in, got awarded something called the 

“one book” prize on the east coast, which meant that all the 

bookstores had displays of it, and reading groups read it, and 

panels of bus drivers, people with disabilities and their siblings, 

talked to communities about what they learn from each other, all 

over the east coast.    

In another workshop with self-advocates we were again very moved 

as we‟d been talking about volunteering (about consistently going to 

the same place at the same time to do things with other community 

members who were interested in the same thing) and someone 

mentioned seniors, and then another person talked about helping 

their grandparents, and another talked about how his parents had 

always cared for him and now he was caring for them...  and on and 

on it went, around the room like a chain of compassion, a web of 

caregiving.   About three-quarters of the people with disabilities in 

the room had seniors in their lives that they cared for in some way.   

Some shopped for groceries, some shovelled snow and cut the lawn, 

some stayed overnight to be close in case of need, and some read to 

people, some wrote letters to people who never got letters from their 

own families.    

A question of need.   What a different picture this painted of 

people with disabilities.   One of our earliest realisations was that a 

good personal support network requires some degree of focused 

leadership.    At its best, this leadership comes from the person 

with the disability.   We realized that it doesn‟t at all depend on the 

degree of funding they have, or on their ability to communicate.   

People could be non-verbal but if they organized their supports 

around photos of friends and family and pointed to them assertively 
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– this is what matters to me – this is who I want to be with – they 

ended up with great networks.   One of the sad parts was that when 

people had more staff, the staff tended to run interference between 

them and the community.   People, all of us, need to be needed.   

Figuring out that tightrope and balancing on it – not intruding on 

friends but finding ways in which they could meet the needs of folks 

with disabilities, and vice-versa, will be ongoing work for us all.     

Without some degree of need, it doesn‟t seem as if there can be any 

healthy relationship.   Likewise, staff also needed to be needed – 

and without very clear direction around their roles, they wanted to 

be perceived as “doing something that matters.”  It‟s easy to turn 

this around, but it‟s an initial difficulty that those of us leading 

agencies and supports need to teach.   

In our own lives we ran into this when we adopted our son, after 

several years of supporting quite challenging children with 

disabilities.   The kinds of kids we fostered had protocols, explicit or 

implicit, that required any respite workers to have experience and 

qualifications.    As I work in this field, it‟s easy for me to have 

access to people who are Community Support Workers.   So after 

adopting our son we continued having them come in for respite 

*and* babysit.    Our son, as a foster-child, had the same level of 

needs (in different areas) but because he was now “ours” we could 

treat him quite differently and go with a far less medicalised model, 

even though his primary diagnosis was that he was medically 

fragile.    Almost immediately we began noticing that we didn‟t really 

like the way that the community support workers/respite 

people/babysitters talked about our son as if he was a mess of 

challenges to be addressed instead of the wonderful little guy we felt 

he was and, concurrently, we were struck by the lack of “family” 

support in our own lives now that we had a child we could use 

some help with.    We had a family of choice, but we‟d never 
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“inflicted” our foster-kids on them and it was hard to imagine doing 

that...  but it also seemed unfair that he‟d get to go stay with 

Aunties and Uncles when our foster-kids, who had very little or no 

family connections and hungered for those connections, would be 

left home with respite.    We weren‟t sure what to do, but we knew 

he was lacking an experience we wanted him to have – the sense of 

an extended family (of blood relations or a family of choice) that 

would support him.   And we needed some help.   

One of our great friends, thinking herself of adopting, called us up 

right around this time to ask if she could spend a weekend with the 

kids so that we could get away.   “It‟ll give me some practical 

experience of parenting!” she said brightly.    On autopilot, we 

explained our respite rates.   “No, you don‟t understand, I want to 

come and spend the weekend with the kids and see how it goes – 

three seems like a lot but I‟m sure I‟ll survive and it‟ll be fine, but I 

don‟t want „a job‟ – I want to be there as a friend to you all – sort of 

like an Aunt.”    How different that weekend was from anything 

prior to it.   First, when the kids tested (as they will do), she nipped 

it in the bud in a way that none of the professionals had ever done.   

None of this talking through issues; the activity ended, back the car 

they went, an early dinner of eggs and toast and off to bed early.    

“Aunty,” who had always seemed so very nice, had a bit of a 

backbone.   They loved it.   We came back to kids with a whole 

different understanding of themselves and who they might depend 

on and they all decided to list her as an emergency contact. 

This doesn‟t mean that we hadn‟t had good “staff” supporting our 

kids, but something was different.  Something in the equation.   

Descartes, in the 15th century, talks about the process of deduction 

and how we come to know a thing is true through scientific means.   

We are used to depending on such deduction, to the point that we 

are blinded to what‟s right in front of us.  As with so much in our 
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field, we, and our kids, cannot quantify what changed over that 

weekend but something  shifted in an equation we can‟t yet (and 

perhaps never will be able to) figure out.   We think it was love.    

Reciprocity.   One of our ongoing questions has been about 

reciprocity, from our initial project onwards.   To state it baldly, 

what‟s in it for the person without the disability?   In any 

relationship there‟s a quality of exchange we are told; someone 

gives, someone takes.    In a relationship with someone with a 

disability what are they giving?   We realized about half-way 

through this project that we were assuming a kind of equality of 

give and take – that we expected that if we bought someone 

groceries, helped them with their bath, took them to a bingo and 

bought them an expensive gift we should be able to expect them to, 

say, paint our living room and wash the dishes – there should be 

some balance, something sort of like O. Henry‟s “Gift of the Magi” 

story in which she cuts her beautiful hair to buy him a  guitar strap 

and he sells his guitar to buy her hair combs; it doesn‟t quite work 

out but you can see the equalness of the exchange.   It‟s a fair 

trade.  It turned out that the balance we were looking for was 

actually around intention and attachment.     

We were talking to a young woman and her family after a workshop 

in which we‟d been talking about reciprocity and they said they 

wished they could think of different, better ways to help their 

daughter give something back to the people around her, who were 

very kind and accepting.    Their daughter had multiple disabilities.    

Her hairdresser was standing in the room (during the discussion 

when we‟d been talking about asset inventories one of the things 

identified as an asset for her was her always wonderfully groomed 

hair) and stopped the discussion, saying, “Excuse me, but after I do 

her hair and show her how it looks and she smiles at me – I feel 

better for the rest of the day.   I feel like she‟s given me a gift.   I feel 
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that way when she comes into the shop, she smiles, and I get 

excited that I know her and that I‟m part of her life and that‟s she‟s 

as excited to be there as I am to have her there.”   And the daughter 

turned to her with this glorious smile that made it all very clear: the 

gift was just to put the combs in her hair and no one needed 

another guitar strap.    

Up until then we‟d been talking and thinking about some of the 

work done in the east, where some of the leaders in community 

living say things like, “his presence is a gift.”   And sometimes 

people say things like, of someone who is non-verbal, “well he‟s a 

great listener.”   We‟d wondered about the authenticity of 

statements like that and in this moment realized that there is 

always an active quality to a relationship.   Someone is giving, 

someone is taking, but being supported to ride a horse through the 

forest with a friend on either side of you might well cost a few 

hundred dollars if your friends had to arrange for professionals, but 

that you brought them banana bread that you‟d stirred once with a 

spoon...   that‟s reciprocal enough.    We realized that friends and 

family of people with disabilities had been saying things all along 

like “she brought me banana bread,” “he sent me a postcard,” “I 

woke up when the phone rang at 5 a.m. and it wasn‟t an emergency 

after all – she just wanted to make sure I knew I wasn‟t forgotten on 

valentine‟s day.”    

One of the great things has been to meet so many self-advocate 

leaders around the province, and hear what they are thinking.   

Penni, in Prince George, asked why agencies want to keep asking 

staff to do bus training?   Why wouldn‟t self-advocates train other 

self-advocates and in the process get to know each other better and 

maybe discover either some similar interests or something that they 

can help connect each other around.    Bryce wondered why self-

advocacy groups have to work so hard to fund-raise to keep their 
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group going that they don‟t get to actually *do* advocacy.   So one of 

the things we got to do was gather stories and ideas about self-

advocacy and share these with other self-advocates that we met 

around the province.       

Family Members.   We got a great sense of the kinds of pressures 

on families, who are so desperate to do the “right” thing and we 

were surprised at how little training and information they often 

have, and how grateful they were to be shown things like how to 

decide on a goal and how to write up a simple instructional plan 

that involves the fading of mom‟s support as a goal!    They‟d taken 

on things like bus training for their kid, but were caught up in 

actually taking the bus day after day, with no end in sight.    

This was a surprise as these “kids” were now all adults (our area of 

specialisation) – they‟d been to meetings year after year about 

individual education plans for their kids, but hadn‟t ever thought to 

ask, and teachers hadn‟t ever thought to tell them, about how 

someone can be taught a certain skill.    Education, for them, had a 

great deal of mystique and was assumed to be something only 

professionals could do.    When we asked “Who taught your other 

kids to cook, or budget, or call to say thanks for a gift?”  the 

families were shocked around how distanced they‟d been by the 

assumption of an need for professionals.    

A meeting with grandparents is different, we found, from one 

without grandparents.  They have great ideas, they know how to 

cope with their own reduced capacities, they have time to 

implement things, they know how to think about assets in their 

grandchildren and others and they don‟t have too much patience.   

Often, when we‟re asked who should attend a workshop, we say, 

“Oh bring the grandparents!”   
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A surprise during out initial project was how many conversations 

families had not had – parents hadn‟t talked to siblings, siblings 

didn‟t know what role they might have, cousins wanted to be 

involved but parents felt it would be a burden.    These were not 

hard conversations to negotiate and didn‟t require, in a single 

instance, any professional support.   It wasn‟t therapy, it was just 

figuring out who would do what and being present when those 

questions brought up for families different things around 

assumptions.    The surprise, however, was how ready and willing 

families and staff were to spend time together and talk to each other 

honestly about things that mattered.  The opportunity to talk about 

relationships and quality of life was significant for both family 

members and self-advocates.      

Last but not least was the frustration of families around acronyms.    

We hadn‟t ourselves been terribly sensitive about this until we 

realized how distancing it is for families to always either be asking 

what the acronym means, or feeling that their child is being 

subjected to something that only another professional will really 

understand, simply because of language.   And families were often 

very tired and discouraged – it wasn‟t, again, a great deal of work to 

get them thinking in an inspired and future-oriented way but they 

were tired of having to ask about this foreign language we inflict on 

people.    One family suggested we teach “acronym boot camp” – but 

probably it‟s not such a big deal that anyone needs to spend a day 

or a weekend rote-learning acronyms – we just need to let go of the 

need for them and either name things more succinctly or be willing 

to speak all the words.       

Our growing sensitivity to language (a thing we‟ve always tried to be 

sensitive about) made us aware of how much of what we talk about 

has an unthinkingly institutional inflection – even “personal 

support networks” is not a term that we hear from each other when 
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we‟re talking about the people we surround ourselves with and 

depend on.    “I‟m having a birthday this weekend so I‟m hopeful 

that my personal support network will come to my party!”   Much of 

our work is now littered with “resist acronyms” stickers and signs! 

Staff.   We got to talk to many staff during our travels.   Some of 

them arrived angry and frustrated (as did some of the families 

actually) and asking questions like, “Is this just the next new 

thing?”   That led to some great conversations – in our own lives are 

relationships just the next new thing, or are they what make our 

lives worth living?   How do most of us find work?  How do most of 

us meet new friends?  Find new interests?   Decide on a new place 

to live?   Get encouragement for brave new ventures like deciding 

we will go back to school or try water-skiing?   It‟s our networks of 

friends and families who encourage and support us in these 

ventures.     

Our field has focused on what Derek Briton calls “mechanistic” 

curricula, the “how-to” of behavioural support, discrepancy 

analysis, assessment theory and data collection.   There are 

probably a few reasons for this.  Our movement derives from an 

institutional model based on hospitals and schools and it was 

important as we returned people to their communities that we could 

demonstrate as much proficiency as those charge nurses and 

Special Education staff, for whom it was already a leap that we 

would have these mixed generalist roles rather than sort things into 

discrete departments of support.   Adult education itself, for the 

typical population, has focused on mechanistic learning since about 

the 1940s (when there were far more potential directions for adult 

education, see Briton, The Modern Practice of Adult Education: A 

Post-Modern Critique) and Education as an academic discipline has 

been concerned to be perceived as scientific and quantifiable.    It‟s 

much more difficult to have potentially laden and emotional 
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conversations about quality of life, self-determination and 

relationships.    

We met may staff who told us of long histories of confusion.    They 

came into the field and their first boss told them, “You will be the 

person‟s best friend – probably they won‟t ever have anyone else,” 

and then a new Executive Director or a Social Worker or some 

expert came along and said, “Oh you are just the staff – you will 

come and go; these people need reliable relationships with unpaid 

others!”   They were told they were “professionals,” “friendly 

professionals,” “friends,” “like family,” “companions,” “more like a 

nurse,” “more like an activity worker,”  and their focus was to be on 

“health and safety,” “recreation,” “vocational supports,” 

“behaviours,” or “lifeskills.”   Some of them, over a couple of 

decades, have just kept doing what they were doing – bringing the 

folks they supported home for holidays, calling them first after 

they‟d had a new baby, involving them with their families, taking 

them on holidays, taking them to visit their birth families and 

supporting them through difficult conversations and traumatic 

health problems.   All of these in roles that were at least somewhat 

or all volunteer.     

One woman we met talked about how her family had built a new 

house and in it, a room for the person she supported at the group 

home where she worked.   “When I am there I have to be a 

professional, but she loves to come and stay with us and we love to 

have her.   My kids think of her as their aunt, so we wanted to be 

sure that we‟ll have room for her as we all grow older together.    

When I‟m at work, I just never mention my relationship with her 

and neither does she – we know better.”     

“Well let‟s face it,” said one of the experts in this field, “if staff knew 

how to help people make friends they would – but they don‟t.    

Their concern is their paycheque and getting their shift duties 
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done.”    So, in many conversations, we found ourselves telling 

stories of these dedicated staff, asking that they be honoured.    In 

every conversation, with staff, agency leaders, experts, families and 

funders we consistently asked that people think critically about 

individual relationships, paid or unpaid, rather than try to paint 

any situation with a single paint-roller of policy.     

One of the things that people talked to us about was that staff was 

threatened by the idea that the folks they supported would have 

friends who might take over their roles.    We discovered two ideas 

about this.    One, staff weren‟t very sure about how to help people 

make friends, it wasn‟t that they were threatened but they didn‟t 

know how.    Two, no one was telling them what they might do in 

the future if everyone we supported developed enough unpaid 

relationships that they no longer needed any supports – what would 

their jobs (that they loved, with people they cared about) be?     

Our technique in these situations was to ask staff to look at their 

own relationships, and then to look at the relationships of the folks 

they supported.    Again, there was no one-size-fits-all answer here.    

Often there‟d be a staff who would say, “Wow, my life sucks!”  And 

we could talk about what they might want to do about that.    Often 

there would be an individual with a disability, who had an enviable 

support network, and this was always something of a surprise to 

even the team around them, to even their families, but it led to 

some good conversations - “What are they doing right?”   Our 

second question was something like, “What do you love about your 

job?”   Consistently, their passion was for the folks they supported.   

Often they had many issues with other things – their wage levels, 

the agency they worked for, the other members of the team, their 

communities – but they really cared about the people they worked 

with.   “So what do you love about them?”   They‟d make a list.    

“So does it seem odd to you that when we love these people and see 
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how much they add to our lives, we‟re not focused on helping them 

share that with their communities?   Do you think we might want to 

keep them to ourselves?”    

One woman said to us later, “I realized that day that I loved my job 

in a centre based program – I‟d been defending it against cuts and 

changes for years because it was such a great job.   I loved those 

people, they loved me; we had a great thing going.    And it was time 

for a change.   Time for me to help them show their lights to the 

world, and I realized that I knew better than anyone which settings 

would make them each shine the brightest as individuals.  I was 

able to take that idea to my Director and she was excited as well.”    

And such conversations, of course, led to looking together at what 

might be the jobs of our futures, supporting community 

development, finding ways to help people be self-governing, 

assisting people with the translation of information into plain 

language.   It‟s not that there won‟t be jobs for all of us; it‟s that 

those jobs will be amazing and once we learn what we need to learn 

to make this happen, we‟ll be in the right place at the right time 

with an enviable skillset.     

But what we have now is a problematic skillset in terms of this 

work.    So much time and energy has been spent in education in 

general and certainly in our field of community based instruction, 

focusing on mechanistic training rather than creating a dialectic of 

support and growth.   We‟ve read so many books on behaviour 

management and so few of us have read Paolo Freire‟s Pedagogy of 

the Oppressed.    We know so much about antecedent / behaviour / 

consequence and accreditation and ways to measure outcomes and 

so little about the harder questions around civil rights and 

supporting people to become part of their communities.    And there 

are very few leaders who want to initiate these harder conversations 
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and fewer still who want to support their teams to create action 

plans around them. 

And yet, it‟s our field, and only our field, that is focused on the 
support needs of adults with disabilities who are accepting a 
voluntary service leading to their increased independence in their 
communities.   Read any mission statement and it‟s a variation on 
this idea.  Yet our staff don‟t know what their role is and we have 
few leaders who can take the helm in teaching them.    Any wonder 
that in People First of Canada / Personnes D‟abord du Canada‟s 
recent poll from its web site: “Agree or Disagree: People without 
disabilities do not see the human rights violations that occur in the 
treatment of people with disabilities?” from 161 votes, 119 (74%) 
believe that people without disabilities do not see human rights 
violations for people with disabilities.   One can argue with the 
wording and the numbers and the collection methods in a good 
Descartian manner but in the end, that‟s what our field needs to 
own.   More than three-quarters of those we serve do not believe 
we‟re even capable of seeing the violations of their human rights.    
 

In almost every workshop there would be people who stared at us.    
They‟d enter silently, they‟d take a seat and they‟d stare, with those, 
“Are you crazy?” stares, that lasted for hours.   At the end of the day 
they‟d hand in their evaluation and it would say something like, 
“I‟ve been in this field for 20 years and was ready to leave and this 
is the first thing that I‟ve heard that‟s made sense,” or “I thought I 
would love this job and it isn‟t at all what I expected – now I see 
that it could be.   Thanks for sharing information from around the 
province with us.”   I don‟t know what this means;  as we‟ve talked 
to other workshop leaders who are much more experienced than we 
are, apparently it is typical for our field that some people will stare 
and behind the stares they are feeling overwhelmed and affirmed 

and, finally, understood.     

The provincial picture.    So part of the sharing through the 
workshops has been giving people a sense of what‟s going on all 
around the province, or in as much of it as we‟ve seen.    There is 
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incredible dedication and caring in the more rural communities; 
people will drive for hours through a snowstorm to get to a 
workshop by 9 a.m. so they won‟t miss a word, writing down every 
idea, bravely  sharing their own.    In Nashville people followed us 
around asking us questions about what‟s going on in our province, 
and they knew more about what‟s innovative and cutting edge here 

than most of the people we meet in B.C..     

It feels like we are on the verge of something, of embedding the 
Community Living movement into our neighbourhoods, but that we 
aren‟t focusing on values-based education for staff or leaders.    
Mechanistic training around behavioural concerns will get us some 
really good information about behavioural concerns and people who 
can see things in that way.   We need training in how to be good 
neighbours and in what citizenship means.   Peter Block says that 
we need to begin as we mean to end in our processes – if what we 
want is to end up with folks with disabilities who are integral parts 
of their communities, supported by friends and families, then we 
need to begin with facilitating those conversations and training 

around those ideas.    

Connecting.   After a year, we were supported by CLBC to manifest 
what had become a dream for us and to bring people from all of 
these communities together to share with each other what they 
were doing.    David Pitonyak was in town for workshops that we 
were hosting and agreed to spend the day with us, acting as a 
facilitator and making it a safe, sharing space.    Avril Orloff came 
in to draw our visions and help us understand each other and the 
picture of what‟s going on in the province through graphic 
facilitation.    It was a brilliant day for many of us, and people had 
so much to say.   David agreed that it wasn‟t often that you brought 
so many people that you like and respected into a room together 

and just got to talk and share your strengths and hopes and fears.     

For me, it‟s also been a personal transformation.    From the very 

beginning when I realized that if we were going to be asking people 

to look at their own lives and get a sense of the vulnerability of a 

person n with a disability that we‟re engaging in this intimate 
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conversation, and I realized that my own circle of friends needed 

some work, and then did the work....    and in the end I am back at 

university, at 52, because I realized I do not have the language or 

the concepts to put what I‟ve learned into context and share it with 

different communities in different ways.      

And, after talking to so many self-advocates about how they made 

friends – they just asked people to do things, they swallowed their 

fear and asked – we‟ve started asking.   It‟s been amazing.   So 

many people that we‟d have thought were much too busy for us 

have been so willing to show up, and we‟ve had so many great 

conversations over really great dinners.   We have a different sense 

now of being part of a network, a different sense of the province and 

a different sense of the future.   
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Spectrum Society for Community Living is a registered non-profit 

society and charitable organization, formed in 1987 by a small group of friends 

and family members interested in developing community-based services for 

people with disabilities.  

In the early 1980s, the provincial government committed to closing three of its 

large institutions (Tranquille in Kamloops, Glendale Lodge in Victoria, and 

Woodlands School in New Westminster). Over the next decade, the government 

made funding available to community agencies to develop housing and support 

services so people could leave the institution and enjoy a better quality of life.  

From 1988 to 1996, Spectrum helped 20 people move out of Woodlands into 

homes in Vancouver. Woodlands closed its doors in 1996, making British 

Columbia the first province in Canada to close all of its institutions for people 

with developmental disabilities.  

About a third of the people at Spectrum came to us directly from provincial 

institutions. In addition to Woodlands, we‟ve also assisted people to move out 

of Pearson Hospital, Willow Clinic and Riverview Hospital.  

We also work with many families and individuals who are already living in the 

community. They include people who may be at risk in their current living 

situation, people served by other agencies who want a different model of 

support, youth in transition from school to adult services, and people facing a 

variety of other life circumstances. Whatever the situation, we work together to 

develop a person-centred plan and build the necessary supports to help people 

achieve their goals. 

We have, at points, worked with more Microboards than any other agency in 

the province and are increasingly interested to find new ways for an agency to 

support  self and family governance projects, as well as researching best-

practices in British Columbia.   In 2009 Spectrum began publishing books, 

DVDs and other materials by and for self-advocates, directed specifically at 

communicating ways and means of self-governance. 

  


