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introductions



Who’s in the room?

• Families
– School aged children?
– Adult children?

• Teachers
• Self advocates

• Why did you choose this 
session?



Why did 
you choose 

this 
session?

Laurel at IEPs: “If we are 
sitting here again, next year, 
talking about what a 
wonderful year X had, what 
are we talking about?” 

If you are talking tomorrow 
about what a wonderful 
workshop you went to, what 
are you saying?



What we’ll 
talk about

Laurel fostering school 
experiences of 

leadership as inclusion

Aaron: talking to self 
advocates about their 
adult experiences of 

self-determination and 
leadership

New research on self 
advocates leading in 

families, prior to school 
entry



Talking to people about leadership and self 
determination always turned into talking about the 

relationships they had



Defining: a ”person”?
Darwin – focus on the strongest 
individual “winning” 

Kenneth Gergen / Social 
Constructionism
“My hope is to demonstrate that 
virtually all intelligible action is born, 
sustained, and/or extinguished 
within the ongoing process of 
relationship. From this standpoint 
there is no isolated self or fully 
private experience. Rather, we exist 
in a world of co-constitution. We are 
always already emerging from 
relationship; we cannot step out of 
relationship; even in our most 
private moments we are never 
alone.”

Relational Being





Self 
determination 

and 
Leadership:

what are 
they?

• Self determination in schools?
• Leadership?
• Defining leadership? What is it?

– Self direction / self determination
– A continuum that includes 

participatory decision-making
– Life, groups, citizenship 

• Through the lifespan – the total 
summary of all the small acts of self 
determination leads to citizenship, 
leadership and influence



Pre-school 
stories of 

family 
leadership 
move from 
diagnosis 
to myth-
making

I asked him, “What was I like when I was a baby?” He 
said, “I don’t know. You were like any other baby. The 
only thing about you was you crawled.  Instead of 
walking, you crawled.” But the story he tells me is I 
crawled until I got bored. That is how he tells me. He 
said, “You didn’t worry about whether you could walk 
or not getting around here playing with all the rest of 
the kids, because you crawled to cause trouble.” I 
said, “I did?” He said, “Yeah, you caused trouble.” 
Because I would be doing something and know that I 
wasn’t supposed to be doing it. He said, “Then you 
would crawl to get away from people. You became 
the queen of crawlers. Then when you finally got 
bored you started walking.” That is how he tells me. 

From, Williams, Betty. "Betty Williams: Interview with 
Betty Williams, Indianapolis, Indiana : oral history 
transcript." Interview by Joe Caldwell in 2007. Oral 
History Center, The Bancroft Library, University of 
California, Berkeley, .



Stories compelled the 
forward movement of 
people with disabilities



The first 
autobiography 
by a self 
advocate leader



Stories of school 
life
• Often faced assumptions 

about abilities and 
limitations
• Separate streams of 

education meant limited 
opportunities
• Family involvement 

increased opportunities
• Some singular teachers 

focused on inclusion and 
leadership opportunities



Leadership in schools
Moving from integration to leading the learning

Laurel Charnetski, Inclusion Support Teacher, Surrey Schools
charnetski_l@surreyschools.ca



Do something because you are told to.

I do things because I choose to.

I share  what I am good at and I am a leader.

Image retrieved from https://goo.gl/images/q1TnXB



Engagement

Communication

• Have a clear way to make choices 
and say what is important to you. 

Strength-based 
personal profile 

• Share what you love to do and 
feel you are good at doing.

I do things because I choose to.



Caleb’s Story of Engagement
Caleb is: 

•Communicating what he needs and wants.
•Sharing his strengths and what is important to 
him.

Our role as a family member/friend/support :

•Listen to what is being communicated!  
•If it is not clear, help develop a communication 
method that is.
•Respect and honor choice. 
•Always be looking  for strength-based  
opportunities.



Empowerment

Leading the 
learning

• Be an active part of my school and home 
community.

• Teach others what I know.

Mentorship

• Be a “big buddy” to someone and give them 
support and cheer them on as they learn 
something you know how to do.

• Help others to learn how to be a leader and let 
them have a turn to lead.

I share  what I am good at and I am a leader.



Theo’s Story of Empowerment



Theo is: 

•Communicating what he needs and wants.
•Sharing his strengths and what is important to him.
•Learning to lead and is starting to teach his 
classmates.

Our role as a family member/friend/support :

•Listen to what is being communicated!  
•If it is not clear, help develop a communication 
method that is.
•Respect and honor choice. 



Michael’s story of empowerment



Michael is: 

•Leading the learning and teaching younger 
students new skills.
•Being a mentor to support and welcome others 
to lead too.

Our role as a family member/friend/support :

•Make and hold space for leadership to happen.
• Get out of the way! 



Assumptions 
about 
leadership: 
one person at 
the front of 
the room



Examples: 
Doing your 
own 
shopping



Examples: 
Doing your 
own shopping

• Perceived as leader / 
shopper 

• Budgeting skills
• Choices
• Cooking / cleaning
• Dinner parties…  

• “Can you make a 
chicken pot pie?” 
(hiring)



Vickie 
and 
PATH



How hard is it to make friends?



Inclusion Press













Prom Dress: needing to be needed



Who knows about this prom stuff?



Making a plan… stepping back



Amanda and cupcakes

Plan… Reality…



Amanda and limo



What 
people 

have said 
was 

helpful…

• An expanding network to tap
• Thinking about reciprocity and strengths: what can I offer?
• Clarity 
• Same age network members
• Unexpected neighbors and friends
• Planning (i.e. PATH) as an activation of one’s network: 

“when you look at this graphic what are thinking about how 
you might be involved?”
– Then WAIT for it J



Laurel:
• Leadership continuum
• Where does the student 

sit?
• Who are they with?
• Peer accessible (friendly) 

communication
– Erin’s Harry Styles
– Sensory / Interest friendly 

communication (pipes)
• How might we be an 

unwitting barrier to 
opportunities to lead?



Conference
• Conference: visual processes and 
emergent literacy.
• Jerry and Liz did my part of the 
presentation; Liz did graphics 
throughout the conference.  
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Tips to 
support 

leadership

• Plain language 
• 2 self advocates on a board or 

committee 
• Individualised supports to 

prepare and debrief
• Building in more time, front-

loading 
• Continuing to support someone 

with a disability over a career in 
leadership, based on their past 
successes

• Constantly, honestly debriefing 
(Karsten’s models)





ROLE OF 
SUPPORTS;
concierge 



“You bust it 
we fix it”
“If your 

pipes ain’t 
flowing 

and your 
air ain’t 
blowing 
call us” 



What 
would 
your 
business 
card look 
like?



PLAN –
Planned 
Lifetime 

Advocacy 
Network



Questions?



Some Resources
• Oral histories:  

http://www.lib.berkeley.edu/libraries
/bancroft-library/oral-history-
center/projects/drilm

• Karten’s Youth Participation Models: 
http://plataformadeinfancia.org/wp-
content/uploads/2014/05/Participati
on-models-Andreas-Karsten-1c07.pdf

• Simplican, S.C. (2015). The Capacity 
Contract: Intellectual Disability and 
the Question of Citizenship. 
University of Minnesota Press. 

• http://www.beyondtokenism.com/

http://www.lib.berkeley.edu/libraries/bancroft-library/oral-history-center/projects/drilm
http://plataformadeinfancia.org/wp-content/uploads/2014/05/Participation-models-Andreas-Karsten-1c07.pdf


Some Resources
• Aaron’s dissertation and 

related materials: 
https://imagineacircle.com/
2017/12/19/dissertation-
what-works/

• Johnson, K., & Walmsley, J. 
(2003). Inclusive research 
with people with learning 
disabilities: Past, present 
and futures. Jessica Kingsley 
Publishers.

• Laurel: Student Profile 
• BCFSI ”My Booklet”

https://imagineacircle.com/2017/12/19/dissertation-what-works/


Aaron 
imagineacircle@gmail.com
Laurel: 
charnetski_l@surreyschools.ca
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