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n the community living movement, the
power and influence of self-advocates
and parents is certainly recognized
and celebrated. Yet all too often we
overlook and underestimate the
important current and future role played
by siblings. All too often we overlook the
leadership role being played by youth
without disabilities in our schools and
communities. For our sons and
daughters with intellectual disabilities,
their siblings and peers are sources of
mentoring, friendship, support, rivalry,
role models, and in so many ways and
situations are key to real and full
inclusion. In this edition of Coming
Together, we feature several stories by
siblings and youth that provide their
perspective on the leadership role they
play today and into the future.

I

Siblings share a unique place in our
lives; they see us when we are strongest
and most vulnerable; they share our
best and worst moments within our

families. Siblings will be with us longer
than anyone else. The brothers and
sisters of our children with intellectual
disabilities will be a part of their lives
long after we (as parents) are gone. As
we struggle against special education
services, fight for needed supports and
services to ensure an inclusive life in
community for our sons and daughters,
we must not forget that the relationship
nurtured and sustained between siblings
is perhaps the more important key to
inclusion. In recognizing that however we
as parents must ensure that the needs of
our sons and daughters with intellectual
disabilities do not overshadow the needs
of our ‘other’ children. We must also
recognize that brothers and sisters share
the same concerns that parents of
children with intellectual disabilities
experience, including isolation, a need
for information, guilt, concerns about the
future, and potential care giving
demands.
Continued on page 5

Things I Shouldn’t Say
Anastasia Stainton Holoboff

or most of my life I have tried
to ignore my brothers
disability. I know that is not
the right thing to say but life
seemed easier that way. It is only
in the last couple of years that I
have allowed myself to embrace
my brother for all that he is and the
good and bad that comes with that.
And we are both better off for it.

F

Anyone who knows me knows that
I adore my brother. I have regaled
my friends at length with his antics
and the special voice I reserve for
quoting him. For a long time Gus
was a novelty to me, in the best of
ways. My brother is my one of my
favorite people and he loves me
unconditionally in a way that I
think very few people have ever
experienced. It is my hope that he
knows I love him back just as
much. It is for this reason that I
have sought to avoid his disability
even though I know that our
relationship is the way it is in large
part because of his disability. I
sought to avoid acknowledging the
negative aspects for fear that it
would lessen the positive. I now
know that isn’t possible.
There is an odd pressure as a
family member of a person with
disability to feel ashamed of
admitting the challenges and
frustrations of having a disabled
relative. I always felt that to
express my fears for and about Gus
and the challenges his disability
has posed to my family was like
giving others permission to
discriminate against my brother.
Now I think the opposite is true.
Having acknowledged my own
frustrations and feelings about my
brother, I can say with confidence
that the best thing I ever did for
Gus was addressing those fears.

2 Coming Together • Winter 2011

By engaging with my fears for both
our futures, I am better able to
understand what the future will
look like with him and prepare
better for both of us. It does
neither of us any good to remain
ignorant and isolated, no matter
how loving the protection I seek to
offer him may be. As a family
member, by addressing the
spectrum of issues objectively but
with a personal investment, you are
better equipped to address societal
and institutionalized discrimination
and the prevalent misconceptions
that drive them. As a person
familiar with your own family
member’s disability you are the
one best able to preemptively
admit the challenges of their
disability and suggest ways to
address those challenges, because
more likely than not they are the
solutions that have been developed
out of necessity at home.
As Gus gets older his disability is
becoming a larger part of my
family’s life. With that has come
the opportunity to get to know him
better for who he really is and not
just the charming way he interacts
with us. Thanks to my father, I have
been peripherally engaged with the
disability rights community since I
was born, but it was only as I
began to listen to the struggles and
choices that my parents had to

Anastasia and her brother, Gus.
make that I began to truly understand what disability rights mean.
Educating myself and expanding
my sensitivity to the larger policy
and legislative challenges facing
people with disabilities has
become one of my main priorities.
The more I learn, the more
appalled I am that I knew so little.
I used to think that being
personally invested in a cause may
be a bad thing because it clouds
one’s objectivity and practicality.
Now, I am grateful that I have a
personal investment to inspire me
and encourage me to push forward
in educating myself and engaging
with the issues beyond a
theoretical level.
As a person who is personally
invested, when I read about
inclusive education I think about
my own parents’ struggles with my
brother’s education and my own
prejudices and fear about having
my brother in school with other
children who may not understand
him like I do. When I hear about
the response to disabled adults
seeking employment and
independent well-rounded lives, I
picture Gus as an adult and I feel a
sense of responsibility to try and
get the rest of the world ready for
when he is in the same situation. I
now think of my personal
investment in the issue as a
positive, as it gives me a drive to
keep learning and a face to come
back to when I am conceptualizing
the ramifications of various policies
and programs.
Continued on page 5

A Disability Does Not
Define a Person
Nadine Stratton

ur mother’s voice – her
compassion and tenacity –
will forever resonate deep
within my consciousness. From a
very early age, long before I could
truly understand the systemic
barriers faced by individuals with
disabilities, our mother reiterated
to me the importance of equality
and diversity within all facets of
life. She was a true agent of
change and she would take every
opportunity that presented itself to
lecture me about these core values
and belief systems.

O

At the age of five or six, I clearly
recall complaining about a spindly
lilac tree she had planted in our
garden. More specifically, I
remember the speech I received
when I suggested that we cut it
down! To our mother, every tree,
shrub and flower had its own
important purpose and individually
contributed to the beauty of our
yard. To her, our garden was a
microcosm of current civilization
and she worked as tirelessly to
maintain variance within it as she
did fighting to ensure that my
sister, Edlyn, and other persons
with disabilities are considered to
be equal and participating
members of society. Consequently,
it was through our mother’s early
analogies that I came to appreciate
the significance of diversity within
our world and began to understand that a disability does not
define a person. Every human
being plays many roles throughout
his or her life. Edlyn is a daughter,
a sister, a friend, an employer and
a wonderful aunt to my fourteenmonth-old son. It just so happens
that she has an intellectual
disability. She may be non-verbal,
but rest assured, she has a voice!

that she has passed, the role has
become my own and I fill it with
great pride. It was an easy
transition in one sense, as even in
elementary school I had little
trouble telling the principle when
one of my peers called Edlyn "the
R word." Nonetheless, despite our
mother’s many years of
preparation, like any new role, I
did begin this one with some
trepidation. I am told that as a
parent of an individual with a
disability, the question one often
asks him or herself is, "What will
happen after I'm gone." As a
sibling of an individual with a
disability, the question I most often
ask myself now that our mother
has passed is, "are the decisions
that I assist Edlyn in making
equivalent to those our mother
would have made?" I like to think
the answer is "yes" the majority of
the time! However, I must admit
that Edlyn and I are very lucky to
have a huge support network,
inclusive of our father, our
extended family and friends, my
husband, and Edlyn's six amazing
home support workers to help us
when we require assistance with
many of these discerning decisions.
As I write this, Edlyn is taking her
annual vacation to a quiet outport Newfoundland community,
where she enjoys long drives,
beautiful scenery and sometimes
quiet, but impressionable
moments with two of her support
staff. She will return home to the
garden in which we were both
raised, a garden so full of
wonderful memories that I was
more than happy to return there
to live after our mother's passing.
It is undeniable that the layout of

Nadine and Edlyn on Nadine’s wedding
day.
our yard has changed over the
years – the most obvious being that
Edlyn now enjoys the independence
and freedom of her own separate
home, newly built by my husband
only three years ago and fully
staffed with women who have
worked with Edlyn for as long as I
can remember.
Nevertheless, while our houses are
now separate, our home will always
remain as one. Edlyn and her
support staff are free to come and
go as they please and Edlyn is
always an integral part of every
family gathering. In my opinion,
the list of commonalities, beyond a
blood relationship, that connect
Edlyn and I to one another is one
that is far reaching. Despite Edlyn
being fifteen years my senior and
the amount of change that has
occurred in our lives, our sense of
belonging within our family and
community is but one of those
common threads that we will
always share. And on the days
when we feel as though we are
losing the battle of inclusion and
equality in any one of the domains
of our lives, that lilac tree (which is
not so spindly anymore), is there to
remind us just how lucky we really
are to have each other and what we
are fighting for.
Nadine lives in Gambo, NL. She has
served as Vice-President of the
Newfoundland and Labrador
Association for Community Living
and is a Board member of the
Gambo and Area Employment
Corporation (supported employment).

For thirty-nine years, our mother
acted as that voice for Edlyn. Now
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Life With My Brothers
Becky Alves

don't remember what things
were like at my house before
the diagnosis of autism was
brought upon my family. I'm sure
that while I was worried about
what my Barbie dolls were
wearing, my parents were worrying
about much more, such as how my
brothers' diagnoses were going to
affect our lives. When Alex was
two-and-a-half years old my
parents received the news that
Alex had autism. I was only four
years old and two years later my
youngest brother Todd began to
regress, and started losing skills.
Soon enough, he was diagnosed
with autism as well. I was six, Alex
was four, and Todd was two.
Although I didn't know it at the
time, autism has affected my life in
so many positive ways and I can't
be more thankful.

I

My brothers are 16 and 14 now and
I've grown up being surrounded by
a society that tends to make quick
opinions of others, and tends to be
ignorant and misunderstanding at
times. I can't even count the
number of times that people stare
at Alex as he walks down the
hallways at school, or the number
of times that I've heard the word
retarded, and it feeling like I was
being punched in the stomach as
it's disrespectful to people who
have intellectual disabilities. But
I've also grown up being
surrounded by two brothers who
have taught me the true meaning
of unconditional love and
acceptance. I think a lot of people
take their siblings for granted, but
Alex and Todd remind me everyday
that I need to cherish the special
moments we have together,
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regardless of how their needs have
changed our family dynamics.
Because my brothers have autism,
I've gotten more involved in
working with people who have
disabilities. I know that my brothers
aren't the only people out there
who are being underestimated and
overlooked; there are many people
in our community that deserve
more than what they're getting. I
became a volunteer with programs
like Special Olympics and Best
Buddies that involve interacting
one-on-one with people who have
disabilities. Over the years I found
myself becoming friends with
several of the people whom I got to
know.
One program that has really
changed my life though is re:Action
4Inclusion, a youth initiative project
that promotes inclusion for people
with intellectual disabilities within
schools and communities. I was on
the provincial advisory committee
for two years and we planned a
conference each year for high
school students from all over
Ontario, to promote inclusion in
their high schools.
Teaching others about inclusion
soon became one of my greatest
passions. I have a blog where I try
to change attitudes (http://beckysinclusion.blogspot.com). I want
Alex and Todd to one day be able to
walk down the hallway and not
have someone stare at them, laugh
at them, or label them as a retard.
Instead, I want people to actually
say “Hi” or ask them how their day
is going.

Becky with her brothers Todd (left)
and Alex.
This is why I want to be a special
education teacher: not because I
support the idea of segregated
special education classes, but
because I want to take an
opportunity to make them more
inclusive, and to give students the
educational opportunities they
deserve.
I am thankful for my brothers each
and every day, because I know that
they have made me a better
person. If they weren't in my life,
and if they weren't exactly who
they are now, I don't know what I
would be like. I wouldn’t know
what I would be going to
university for, and I certainly
wouldn’t know what I want to do
with my life after that. Some
people say that if they could cure
their family members from autism
they would. I honestly would have
to say that I'm the opposite.
Autism is a part of my brothers
that I have become able to
overlook to see who they truly are:
compassionate, caring, and
genuine people who have affected
me in more ways than anyone else
in my life. I am thankful that they
are who are they are, because
without them I would be totally
lost.
Becky lives in Ingersoll, Ontario,
and has been doing work with
re:Action4Inclusion for two years,
to spread awareness and to
educate others on the importance
of inclusion for people who have
disabilities.

!

re:Action4Inclusion
Linda White, Community Living Ontario

ommunity Living Ontario’s
Community Inclusion
Initiative has benefitted from
outstanding youth leaders through
the re:Action4Inclusion leadership
series. Becky is one of those young
leaders and is joined by many
others who have come forward
since the initial call to action in
2009.

C

Students from across the province
are supporting one another,
building networks, creating
awareness, and shifting the culture
of their schools to become

welcoming and inclusive places.
They believe that inclusion is not a
disability issue, but that the
inclusion of students with
disabilities is a social justice issue.
These young leaders believe that
students need to know each other.
Students need to be together; in
class, in the cafeteria, as part of
the student body, participating in
clubs and the extra curricular
activities offered in their schools.
When inclusion is not part of the
school culture the result is that
people are kept apart and the
division and segregation keeps

The Future of Inclusion – Sibling and
Youth Leadership

Some members of the
re:Action4Inclusion Youth Group
students from learning from and
about one another.
Young leaders, through their
involvement in re:action4Inclusion,
are challenging the status quo,
their own bias and raising
awareness that inclusion is an
issue that affects everyone. For
more information please email
linda@communitylivingontario.ca
and visit us on facebook
www.facebook.com/reaction4inclusion

Things I Shouldn’t Say
(continued)

(continued)
Brothers and sisters play many different roles in the
lives of their siblings who have an intellectual
disability. Regardless of those roles, however, we
must always remember the basic right of siblings to
live their own lives. Parents, the community and
especially governments must not make assumptions
about the roles and responsibilities that sibling may
or may not play in the lives of their siblings. Being a
brother or sister of a person with an intellectual
disability does not bring with it an automatic
assumption of a care giving role. The relationship that
develops between siblings comes about as a result of
open and frank discussions, and of being part of the
ongoing planning process for their brother or sister.
Siblings need to pursue their own dreams, with our
full support as parents, and through that their future
involvement with their sibling becomes a choice
rather than an obligation. No matter what the
relationship and connection, each is entitled to
separate lives.
As parents we start our children on an inclusive path,
but that journey can only be successful within the
context of a supportive family and inclusive
community. Sisters, brothers and youth play a
significant role in shaping and leading the future
inclusion of our sons and daughters with intellectual
disabilities. These young people are our future
leaders and how we prepare and guide them for that
role starts now.

When he was younger, Gus used to designate himself
my alarm clock when I visited my family. At an ungodly
hour that my brother considered morning, a faint
knocking would start on my bedroom door. Growing
steadily louder in chorus with my name (or my brothers
version of my name – Ananana), the door would creak
open and a little figure with a beaming smile would
sneak over to my bed. “Heeeeeeey Anannana”. Then
I’d suddenly have a little body crawling into bed with
me ready to play one of our many games that involved
various screams in different octaves.
Most people aren’t as lucky as I am to have someone
quite as special in their life. Educating myself about
the issues he will face as he gets older is the least that
I can do for him. While Gus was once the reason I
hesitated to become involved in disability rights, he is
now the reason I hope to be involved for the rest of my
life. For both of our sakes.
Anastasia was raised in BC and now lives in New York
City where she attends Benjamin N. Cardozo School of
Law. She had the honour of participating at the UN for
the Conference of State Parties for the Convention on
the Rights of Persons with Disabilities and has started
an internship at Human Rights Watch in the Disability
Division.
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Saying ‘Yes!’
Shana Soucy

hen most people’s parents
plan on having another
child, they do not typically
ask their children if they are okay
with adding a member to the
family. I would not exactly know
how it usually happens, but family
meetings to ask their other kids’
opinions is not really something I
imagine happens every day.

W

The day this became my reality is
what I still consider the most
important decision I have ever
made. Not because it was a hard
decision or there was a lot of
thought that went into it, but
because this is what pushed me to
change the way other people look
at things. After my parents sat my
sister, brother and I down to
discuss what would probably come
with adopting a baby who had
Down Syndrome, all I could say was
‘yes!’ Down Syndrome? What is it?
Who cares! All I knew for sure is
that I was getting a baby brother I
could use as a substitute for my
dolls. We adopted my brother
Daniel in 1991. I was eight years
old.
For someone growing up with a
sibling who has a disability, it is the
most normal thing! Accepting
someone for who they are and
looking past their disability to see
their abilities is something you
don’t learn, you simply do it
naturally. Being a part of our
family, Daniel got to experience
being treated like the rest of us. He
was not put aside, looked down on,
treated like he would break… He
was just another one of the Soucy
kids. Unfortunately for him, he had
three older siblings who teased
him, pushed him around and
played pranks on him just as much
as they did to each other!
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Shana and Daniel.
Fortunately for us, he grew up as
much of a tease as his brother and
sisters.
To my parents’ horror, he got his
first taste of hot peppers at a very
early age, when all he should have
been getting was his baby food and
bottle! I can still remember the
scolding I got for that one! Daniel
learned to swim early on, and it’s
not surprising considering he was
pushed in the pool, fully clothed, as
often as the rest of the family was.
For my other brother and sister,
having Daniel as a part of our
family came with additional
responsibilities our friends did not
have. Early mornings to help with
the morning routine of getting him
ready for school and taking the bus
to school with him even though it
was only a five minute walk. Yes, it
is true; the youngest of the family
always got spoiled a little more
than the rest of us! There was a lot
of baby-sitting, for free, and might I
add on both school nights and on
weekends, starting at 5:30 AM!
Since I was a little girl, I have heard
the same things from a lot of
people: “How do you do it?!”, “Your
family is amazing, not many people
would be able to do this”. Yes, this
sometimes happened when they
would meet me at a store, standing
next to Daniel lying flat on his back,
refusing to get up because, like
most boys, Daniel hates shopping!
But, I would hear it everywhere.

To me, being raised with Daniel
doesn’t make me special, it doesn’t
make me a saint, I’m not better
than the next person…I’m just his
sister.
Children who have a disability
should not be exceptional children.
They should simply be children.
Families should be families instead
of spending their time fighting for
supports that all other children are
naturally getting. People should be
able to look at a person instead of
his disability. You should not have
to be a sibling to experience that.
It is in most part because of
growing up with Daniel that I
decided to work in the field that I
work in right now. I work on behalf
of people who have an intellectual
disability as the Manager of
Inclusive Education for the New
Brunswick Association for
Community Living. I want people to
‘get’ inclusion! I want to touch as
many people as possible and open
their eyes to how I see it. This
experience has made me want to
make people aware of how a
community should really be. No
one should be left out or treated
differently because of an extra
chromosome or because of the way
they learn.
The more we get out there and
make people understand that
people who have a disability are
just the same as you and me, the
Continued on back page

A Drawing For Emma
Susan Quiring

A child’s drawing expresses
friendship and inclusion.
n March of this year, I had the
pleasure of attending the Values,
Vision and Action Workshop that
was co-sponsored by the SACL and
the Canadian Association for
Community Living. I had heard
about the Workshop through a
friend with whom I sit with on the
Board for the Parkland Early
Childhood Intervention Program.

I

Despite seeing the agenda in
advance, I admittedly had no idea
what the workshop would entail.
After attending though, I think it is
safe to say that my perspective on
how to advocate for my daughter,
and what I need to do to help
Emma have a better life, was truly
changed.
The workshop taught us all about
the community living movement. I

learned about inclusion and the
profound difference that it has
made for people with intellectual
disabilities.
I learned about the hardships of
segregated living and education,
and how the movement was able to
change so much of that. I got to see
firsthand what a difference
inclusive education can make when
I met Gloria Mahussier’s son Travis,
who was at the conference with
friends from school!
Most importantly, I left there
feeling empowered and inspired. I
was empowered by the group of
people who represented almost
every area of the province. From
their stories, I was able to see how
far they’ve come. I was inspired by
the strength of the parents and the

skills they have developed in
becoming the best advocates for
their children.
The perseverance and strength of
the parents really shone through.
Their strength has inspired me to
be an advocate for my Emma, who
is now six years old.
Emma is now enrolled in
kindergarten at St. Michael’s
school in Yorkton. I think the first
year has gone okay. We hit a few
bumps in the road early on in the
school year but some decisions
have been made along the way to
help make Emma’s days more
productive and less frustrating.
Emma’s extracurricular activity is
drama, and the drama teachers feel
quite strongly that she is very
talented with a vibrant imagination.
I hope she can keep going with her
drama.
A week after the Values, Vision and
Action Workshop, Emma came
home from her school. As part of
my routine, I opened Emma’s bag
to start preparing it for the next
school day. However on this day, I
discovered an envelope inside. I
opened the envelope and
discovered a drawing by Analese,
one of Emma’s classmates.
It was one of the most wonderful
things I’ve ever seen. The moment I
Continued on back page
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The most common way people give up their power is by thinking they don't have any.
– Alice Walker

Saying ‘Yes!’
(continued)
better our communities are going to welcome and
include everyone. The more people are going to do
exactly what I did when I was eight years old; say
yes and welcome a person whether or not they
have a disability. And maybe someday, we will
stop teaching people to accept and welcome
because it will be happening naturally, just as it
should.
Shana lives in Fredericton, New Brunswick and is
the 2nd oldest of 4 children. She taught English as
a 2nd Language in South Korea for a year before
joining the New Brunswick Association for
Community Living where she is now the Manager
of Inclusive Education.

A Drawing For Emma
(continued)
saw it, I cried. It was a drawing of Emma, standing
in her walker, with Analese beside her. The picture
symbolized so much about the community living
movement, and the difference it has made in
helping so many people be included.
I don’t think that I need to explain the powerful
message the drawing portrayed about friendship
and inclusion. It, like the workshop, inspires and
motivates me to help make Emma’s life as full and
inclusive as possible.

Ten Objectives For the
Next Ten Years
• Achieve equality rights and recognition.
Close institutions and assure a home in the
• community.
• Secure child rights and needed supports.
• Ensure families have needed supports.
• Achieve inclusive education.
• Secure the right and access to disability supports.
• Establish safe and inclusive communities.
Eradicate poverty for people with intellectual
• disabilities
and their families.
• Achieve employment equality.
• Make a global impact on inclusion.
Our Ten-Year Agenda has ten objectives to guide how we’ll
realize our vision: communities, a country, and a world where
diversity includes. Join us in making this dream become true.
Visit www.cacl.ca

Originally published in the Summer 2011 edition of
the Dialect. Reprinted with permission.
Susan Quiring and her husband Luke live in
Yorkton, Saskatchewan. They have two children,
Emma and Seth. After attending the Values, Vision
and Action workshop Susan made the decision to
join the Board of Directors of SACL and is the
Member at Large for the Yorkton region.

This project is funded in part by the Government of Canada's Social
Development Partnerships Program – Disability component. The
opinions and interpretations in this publication are those of the author
and do not necessarily reflect those of the Government of Canada.

To see past editions of this newsletter, or to sign up to receive
newsletters automatically by email, check out our website!

www.cacl.ca
For more information on the Values, Vision and
Action Workshop:
http://www.cacl.ca/cacl-action/programs/family-leadership-and-engagement/national-family-leadership-series

Follow CACL on social media!

