Fibrosis Foundation Calgary and Southern Alberta Chapter

( —> Canadian Cystic CF Connections
®

June 2009 Newsletter

Editors’ Message:

Hello, | just want to start off by thanking evergowho came out to the Great Strides Walk, and
helped raise money. | know personally that's nypotaite event that we have.... | don’t know
about anyone else, but it makes me feel very iadpio see so many people, young and old out
there fighting for a cure and it makes me very liolpfer our future. | also want to thank the
committee for doing a great job again, especiallydanette the chair of this event.

| also wish to extend my thanks to Theresa Renke se#mds me wonderful advice and recipes
every month to share with everyone!

This is the last newsletter until September, st jvant to wish everyone a happy, safe summer!
Don't forget the Gatorade (thanks to Alyssa fompioig out that most Gatorade has 3 times more
sodium than Powerade!) and Pretzels.

I look forward to putting together more newsletterSeptember. It is also our hope that come
September we will have more research informatiah@imical articles geared for you, the
families dealing with this disease.

Take care everyone,

Cara Wiley

2009 CALENDAR OF EVENTS Inside This Issue:
Coin Boxes - All Year
May is CF Month
Banner Hanging — May Page 3: Did you know?....
Shooting for the Cure — May'®

Mums for Mom — May 7, 8 &

Great Strides™ Walk — May 31 Page 5: Hero of the Month
CARSTAR Soaps it Up! — June 20

Ride for the Breath of Life® - June 2¢f

65 Roses Ladies Golf — June 22 Page 6: Mile of Dimes
Friends of CF Golf (Carstairs) — July 23 ;
Friends Fore CF Golf (Medicine Hat) — July11 Page 7- Odds and Ends. ...

Global Fest parking — August
Casino Event — Sept #2223 — Deerfoot Inn

FrightLites® — October i ’
Calgary Chapter AGM — October Deadline fo.r Septem%er S
Wrapping for a Cure - December newsletter is AUQUSt 4
KIN EVENTS :

Kinette Club of Stampede City — Daisy Chain of Lasrfor CF - North Hill Mall Please note, there will be no
Kin/CF Day — May 2, 2009 newsletter in July or August as
Kinsmen Children’s Hospital Home Lotto — May, Juneand July our executive will be breaking
Kinsmen pre-parade, Mile of Dimes — July % until September

Kinsmen Wheels, Stampede week — July 2-12
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Grant Weir BRYCE

Chairman, Ride for 11 year old child with CF
The Breath of Life Honorary Ride Marshall
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Having a child with CF is a 'lifetime’ journey ane thought it would
be fun to share our good news with our CF famMany of you
know our son Trevor, but for those that don't, lwgddate you!
(Some of you met Trevor at the last CF Informafimy when he
spoke on the panel.) Trevor is 24 years old nosviamloing great.
He was diagnosed in Edmonton when he was 8 motdharmd
attended the Children's clinic here in Calgargsihe was 2. He was
always active in the CF world, speaking for varigosups, and
encouraging others with CF to live life to the &st. He is now an
engineer, working for a company called CDL andegivn his own
condo. His best friend is Eliza Prefontaine whamill be marrying
on July 25, 2009.
As we have walked this path of CF parenting we katitoo well
how much all our CF family have supported us, eraged us and
walked with us. As such we would like to invité @l you to join us
in celebrating Trevor and Eliza's wedding. Theviserwill be held at
South Calgary Community Church, 2900 CedarbraeeD8W, on
July 25 at 12:30 PM. Come join us on this spedégl!
Photo: Eliza and Trevor at their engagement
Kevin and Annette Phillips (very proud parents!) tea celebration
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HERO OF THE MONTH
Zayd Nurani

“Aww... | wish | had CF!, It's not fair! It's all about Qayz!!". Every parent of a CF child
who has another child that does not have CF will recognize these phrases. Cystic
Fibrosis is certainly a family disease. Often we debate with other CF families as to
whether it's harder to have CF or to be a parent of a child with CF. | would argue that
there are many unsung heroes in our CF families — the siblings, the “healthy ones”, the
ones that are often left to fend for themselves as we run around getting all the care and
treatment necessary for our CF child(ren). This month, | would like to nominate Zayd
Nurani, my eldest son who does not have CF, but is the older (and according to him,
wiser!) brother of our younger son, Qayz, who happens to have CF.

Zayd is sensitive, caring, kind, and in every way a big brother to Qayz. He protects him,
ensures that he is doing all the treatments and medications he is supposed to and then
like a typical pre-teen complains about how he often feels forgotten. But, Zayd is always
the one to step up for a cause, likely because our family has learned to “step up” for
many causes (CF being our biggest battle!). Recently, he went door to door and raised
over $180 for the Heart and Stroke Foundation! He is quite the charming salesman for
many CF fundraisers selling everything from raffle tickets to mums for moms, we are
told that he is suave enough to sell ice to an Eskimo if he wanted to ! He is a leader in
every sense. He plays football, basketball, soccer and hockey and always put his team’s
needs in front of his own. As a soon to be 10 year old, Zayd has had to mature fast as
he’s watched our family, especially Qayz, battle many effects that CF has on a person.
We love both our kids very much, of course, but we are especially proud of our often
ignored “hero” for his patience, his understanding and his genuine love and support for
his lil’ bro!

This month, we’d like to remind you all to give your UNSUNG HEROES a special pat on
the back for a job well done while they continue to sit on the sidelines and cheer the
loudest our CF warriors ... Thank you Zayd!

With warm hugs and kisses from all of us,
Mom, Dad and of course, Qayz (Nurani).
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MAKE THIS A FAMILY VOLUNTEERING EVENT

Since 1963 the Mile of Dimes has been a wonderddlition in the Calgary community,

raising$5,000-$10,00@ach year for CF. In the hour and a half periadrpgo the Calgary
Stampede parade the Kinsmen travel the parade hauting special coin catchers and encourage
spectators to dig deep into their pockets for sphemge. In a perfect world, all of the coins wogidinto
the trailers and stay there, but not every persmmgethe parade route has a good pitching arm,eshave
a group of people follow behind the trailers tokpig the coin that misses.

It has become difficult to find the manpower, so ware hoping that:

1) To increase visibility and put a face to theedise we're working to find a cure for, we woule: ltk

promote a CF Parade Marshdl) years and oldefwho would ride along in a car at the front of the
parade. If they were comfortable enough, maybe tloe§yd speak to any press who are interested in
meeting our spokesperson. This would hopefullygase awareness of CF and for the Mile of Dimes.

2) We are able to recruit family, friends, thoseovgtarticipate in the Great Strides Walk, to agame and
work together with the Kinsmen, walking the rowtad collecting the coin. The Kinsmen are

excellent organizers, but need help actually manttie parade route & raising the funds. This would
hopefully get more people involved (especiallyhistunique opportunity).

To insure everyone’s safety, we would requestdlathildren be accompanied by their parent or a
responsible adult designated by the parent. Alitghvaiver must be completed and returned to the
Kinsmen in advance of parade day.

The 2009 parade date is Friday July 3rd, and thenteers would need to be down to the parade starti
area at 7:00 AM, wearing a red shirt, or your G&taides Walk shirt and good shoes, ready to ettjey2
hour stroll as a participant in one of Calgary’sstenduring traditions. Let's help the Kinsmeneais

$10K for the fight against cf.

John Cherewko

Kinsmen Club of Calgary www.kinsmenclubofcalgary.com
Mile of Dimes Chairman 2009

For more information or to volunteer please contecat funds4cf@telus.neir call the office at
(403) 266-5295
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ODDS AND ENDS:

CF Cookbook:

Hi, I'm the mother of a very active CF teenager amight is an issue. She has a huge
appetite, but doesn't like the high calorie supmats, or the addition of more oil to
regular food. So, I've elected to put togetheoakbook of recipes that are great for CF
patients. I've pulled together about 30 recipefase- but it's been a challenge. So, I'm
looking for help! If you have any recipes that an#able for someone living with CF,
please send them my way. Our local clinic’s diatichas agreed to review the recipes
and complete a nutritional breakdown for each.agdesend your recipe(s) to me by the
end of July, as the cookbook is due out in late fal

Please email me directly at cawarren@shaw.ca.s@iealude the recipe, your name and
chapter-for credit in the cookbook! Thank you.

Caroline Warren-Edmonton and Northern Alberta Chiapt

A new addition to the family:

The Foundation is thrilled to welcome Serena Hastthe new Chair of the Shinerama
Liaison Committee. Serena began her journey withéahma at the University of
Northern British Columbia. She was a Shinerama @itaader for a number of

years, and most recently she completed a termeaRegional Director of British
Columbia and Alberta. One of Serena’s first dutias to participate in the selection of
Regional Directors for British Columbia/Alberta aAtdantic Canada for her Liaison
Team. This duty proved to be very difficult becaatéhe high caliber of applications. In
the end, Serena and the selection committee ciasge Michael Penno for the BC/
AB Regional Director (2-year term) and Ryan McDettfior the Atlantic Regional
Director. Both of these volunteers have been irvlwith Shinerama for many years,
and they have some great ideas for the campaigry. Whl join current Regional
Directors Gurpreet Chahal (SK/MB) and Christoplakr (ON/QC) in organizing the
upcoming and future Shinerama campaigns.

Everyone is very excited to begin planning the 45thiversary campaign for Shinerama.
WELCOME TO OUR NEW SHINERAMA CHAIR!

Link for National’s Candid Fact's newsletter:

http://www.cysticfibrosis.ca/pdf/Candidspring2009epdf

Added warmth:

Hi, | just wanted to share an idea for some addaenth when swimming. A friend of
mine who does a lot of swimming just told us alegteat way to keep warm in the
water. He said they cover their body with Vasetm&eep the heat in and no more
shivering! However be prepared to have some goaol lvash to clean it off in the
shower.
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You can also get lots of valuable information
from our website

www.cfcalgary.ca

The Canadian Cystic Fibrosis Foundatio@algary and Southern Alberta Chapte

Saturday June 2@' 2009

Be part of an attempt at breaking a
Guinness World Record and help fight
Cystic Fibrosis! CARSTAR locations
across North America are attempting tc
wash more than 4,000 cars in eight hot
during their annual “CARSTAR Soaps i
Up!” National Car Wash Day.

Car wash tickets for “CARSTAR Soaps
it Up!” are $5 each and can be purchas
online at www.carstair.ca, in person at
CARSTAR location near you or througt
the CCFF Calgary and Southern Albert.
chapter. Each ticket purchased gives

you the chance to win a spectacular pri
such as an all inclusive trip for 2 to the
Mayan Riveria, 5000 AIR MILES®, or

$1,000 towards a Summer Street Party

Support Cystic Fibrosis and visit a
CARSTAR location near you:

CALGARY
Autobahn CARSTAR Collision
2061 29 street NE

LETHBRIDGE
Quality CARSTAR Collision
Unit 1, 2900 7 AVE. North

Volunteer Opportunity- We are looking
for a CF family to join the staff at the
CalgaryAutobahn location to represent
the chapter and speak with any media
that may cover the event. If you are
interested and available please email
Kirsten Hrup aKirsten@cfcalgary.ca




MUMS FOR MUM 2009:

Thank you everyone who helped sell every last drieeo750
potted mums this year!

We had a great experience selling mums throughutieh
breaks in the Brookfield Properties buildings doovmt -
PetroCanada Centre and Fifth Avenue Place. Myenglpn
the Thursday and Friday before Mother’'s Day werd<h
Archibald, Pearl and Alannah McAuley, Debbie Cayearol
O’Connor, Farouk, Salima, Zayd, and Qayz Nurani, an
finally, our new fundraising coordinator Kirsten.

On the Saturday before Mother’s Day, North Hill @en

kindly let us sell our last 120 plants and talkhnall of the shoppers and luckily, all of the peopl
finished exercising and exiting the gym... My helptrere were Annette and Valerie Phillips,
Karen, Rebecca, and Allison Yurkiw (plus GrandmdyJiook over later ), Paula Boyd,
Beverly, Megan, and Douglas Van Horne, and Lauf@&y. Wow, what a team!

We made approximately $2,500 and hopefully cheaped lot of desktops, moms and grandmas.
And | didn’t kill a single plant — success!

Susan Godfrey

Pictured above right: Salima, Farouk, Zayd and Qéymni, and Kirsten Hrup

Transition Workshop

The CF clinics from the pediatric and adult cliniesCalgary, will be offering our first ever
transition information session. This event isyfouth and their families, who will be
transitioning to adult services in the next tworgeal he workshop will be held on Monday June
15, from 6:30 to 8:30 PM in conference room twoloa fourth floor of the Alberta Children's
Hospital. Invitations were sent out to all famsliwho have children in that age range. For
further information, please contact Gaye Hopking88)955-7031.

Gaye Hopkins BSW, RSW

Social Worker

Cardio Respiratory Clinics

Alberta Children's Hospital

Canadian Cystic Fibrosis Foundation - Calgary amaki®rn Alberta Chapter

#130, 6001 1A St. SW website: www.cfcaglary.ca
Calgary, AB T2H 0G5

Phone: 403-266-5295
Fax: 403-262-7556

The Canadian Cystic Fibrosis FoundatioBalgary and Southern Alberta Chaptelune 2009 Page 9



