Aphasia forever changes bedtime storiesa family story

Stories are the creative conversation of life itself . . . They are the currency of human contact.
- Robert McKee

It is the end of a busy day. Scott, Jane, and their two boys six-year-old Ben and
four-year-old Aiden pile into the big bed and settle down for their nightly ritual — the
bedtime story. This familiar family scene takes place in countless young households
across the country. But, for Scott, Jane, and their boys, story time is different now.

] n February 2008, Scott a systems analyst at a
major bank suffered a stroke that left him with
aphasia. For Scott, this means that despite the fact
that he knows exactly what he wants to say and has
opinions about everything, the ability to express these
thoughts in speech or writing is now a major daily
challenge. Sometimes he finds it hard to understand
what others are saying and reading can be difficult.

Scott reflects on the losses he has endured because of
aphasia, “If you [are] in a wheelchair, you still speak,”
he says. Scott finds the communication problem more
difficult than the physical disabilities he experienced
directly following his stroke and has since largely
overcome. “If you look [at] mine (me) ... normal,
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after [I] speak . .. then well.” boys have lost.” Jane journals about her experiences

and often shares her reflections in the family support
Throughout the recovery process, Jane remembers group. In one entry she wrote, “Through all of this,
looking for nuggets of hope to grab on to — the and the overall effects to our lives, above all else, our
hospital, then rehab, and then outpatient therapy. children will be advantaged by this experience and
However, they all ended. Scott was discharged and not disadvantaged — that is my strongest

Jane asked herself, “released to what?” That is when commitment.”

they found another nugget of hope — the Aphasia

Institute — where they were welcomed into a program  Scott explains how aphasia has affected his parenting.
that understands the impact of aphasia on the whole “[Aphasia,] that’s been a struggle from the beginning.

family. Scott and Jane describe what the [1] can’t tell [the boys how to do things], but | have to
Aphasia Institute means to them. “It’s our world, a show them.” Aiden has no memory of his dad without
place where we are both comfortable. We are all aphasia, but Ben remembers and sometimes longs for
equal there; chairman or janitor,” says Jane. his dad as he was before.

“It's good . . ., [a] place of comfort,” adds Scott.

Aphasia awareness is important to Scott and Jane.
“Life is never what you imagine for any of us; tragicor  “Much of my own healing through this experience has
not,” says Jane. “It is never what you thought it would come from the opportunity to help others. There's a
be. You have to take what joy you have from it. The saying: We achieve happiness when we seek the
boys got us through. My heartache is for what the (Continued on page 2)
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N... stroke and aphasia affects young people as well.O

(Continued from page 1) responds quietly, “For you that’s good.”

happiness and well-being of others. It is up to us to

help others through educating and sharing our Today, Scott is a member of the Toastmaster Aphasia

experience,” reflects Jane. Gavel Club and an active volunteer at the Toronto
Rehabilitation Institute. Jane still participates in the

Jane describes her experiences in the family support family support group. She has made it her mission to

and education group run by a social worker and a educate every medical professional, speech language

speech language pathologist. ¢Finally | had the pathologist and social worker they have encountered

feeling that this was something for me. Up until that along their journey about aphasia; particularly that

point, everything was Scott-focused. In the support stroke and aphasia affects young people as well.

group | could say things that | couldn’t say in a normal

audience.” Scott agrees. Looking at Jane lovingly, he But back to the bedtime story . . .

Jane reads the story aloud to her boys and husband while running her index
finger along the page under the words so Ben, a new reader can follow along.
Sometimes Ben reads a page. Aiden, too small to read, snuggles in to enjoy the
tale. For dad Scott, although reading a sentence aloud to his boys is a struggle,
he has made the choice to participate as fully as he can in this and countless
other family activities that most of us just take for granted.

Please consider helping us to continue providing support to individuals and families like Scott and Jane so
that they and many others can participate in story time with their children; so that they have a place of
WK2LISQO a | NBAaA2dz2NOST yR a2 (0KFIGd G23SIKSNE ¢

Your donation helps us to continue touching lives and rebuilding conversations.
Thank you for your support!

APHASIA 30 years of touching lives

INSTITUTE and rebuilding conversation
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