r‘ Canadian Cystic CF Connections
Cd Fibrosis Foundation Calgary and Southern Alberta Chapter

April 2009 Newsletter

EDITOR’'S NOTES:

Spring is finally here!! (or at least it's suppdde be!)

| have to warn everybody this is a very large newst... but that's good because it means we
have so many wonderful events coming up to shaite yeu

In march | had the pleasure of attending the HigleRdinner and dance for CF, and although it
wasn’t announced in the newsletter, | wanted takhthe High River Kinsmen for putting on this
wonderful event, it was great! ( even if the weathasn't)

| also wanted to mention how excited and gratearhito be attending this year's AGM on
behalf of our chapter, and | hope to learn so mmohe about this foundation and meet some
other people who share our passion for this cause.

Also coming up in April is a new event the Kine@kib of Stampede City are going to be doing,
the Daisy Chain of Loonies for CF at Northill Mal.here is more information on that event on
page 4.

Lastly, I would like to welcome Bob Derbowka as oemw Casino Chairperson.

Thanks for reading, | hope you enjoy this monttégvaletter!

Cara Wiley.

2009 CALENDAR OF EVENTS
Coin Boxes - All Year

May is CF Month

Banner Hanging — May
Shooting for the Cure — May'®
Mums for Mom — May 7, 8 &

Great Strides™ Walk — May 31 Inside This Issue:
CARSTAR Soaps it Up! — June
Ride for the Breath of Life® - June 20 Page 3: Ladies 65 Roses Golf
65 Roses Ladies Golf — June"22 T
ournament
Friends of CF Golf (Carstairs) — July
Friends Fore CF Golf (Medicine Hat) — Jul{f11Cottonwood Coulee Golf Club
Global Fest parking — August Page 5: Hero of the Month
Casino Event — Sept #2223 — Deerfoot Inn
FrightLites® — October Page 7: Message from Diane

Calgary Chapter AGM — October
Wrapping for a Cure - December Page 11: Did You Know....
KIN EVENTS

Kinette Club of Stampede City — Daisy Chain of L@srfor CF - North Hill Mall Page 14: Ride for the Breath of Life
Kin/CF Day — May 2°, 2009

Kinsmen Children’s Hospital Home Lotto — May, Jwarel July . .
Kinsmen pre-parade, Mile of Dimes — Jul§ 3 Deadline for May newsletter is

Kinsmen Wheels, Stampede week — July #-12 April 24" 2009
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(I Canadian Cystic
'(_~ Fibrosis Foundation

Calgary & Southern
Alberta Chapler

65 ROSES LADIES
GOLF CLASSIC

June 22, 2009

Earl Grey Golf Course
1:00 Shotgun Start

Join us for a fun filled day in support of Cystic Fibrosis

Texas Scramble
Silent Auction
Golf Clinic
Special Events
Dinner and Presentations

For more information on golfing, being a sponsor or o make a donation
contact us at -

Canadian Cystic Fibrosis Foundation,
130, 6001 1A Street SW, Calgary, AB T2H 0G5
Phone: 266-5205 Fax: 262-7556.
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HERO OF THE MONTH

Carol O’'Connor

My hero of the month is my grandma. She’s reatBagf When | have to go to
the hospital and stay there, sometimes, she coniestays with me. She makes
me feel better when I’'m not feeling good becaussssieally good at snuggling.
She also takes really good care of me if MommyRaddy aren’t home. She
even learned how to give me physio, and has aebatttny enzymes in her purse.
My grandma always does fun things with me, and aggane bowl every
Saturday. She also does a lot for the CCFF. Hgémaommy are always going out
to their meetings, or doing stuff to help raise e@nSometimes | get to come
along too! Last year we got to wrap presents afidlewers, and go on a car ride
following the motorcycles. That was the best!nblv my grandma works really
hard to get money that mommy says will help doctm@ a way that | don’t have
to have physio anymore. But even if | do have phygeally like that special
time with my grandma. We watch T.V together arikl éadout my day.

| love my grandma, she makes me feel special amtstivhy she is my hero.

-Calvin Wiley, Age 5 %
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MUMS FOR MOM

It's time to brighten up our world with some lovedgtted mums. We will be selling the mums at
various locations before Mother’s Day (what an egftyor add-on!) with all proceeds going to
CF.

This year, Brookfield Properties has kindly agréztet us sell mums from 11 — 2 p.m. on
Thursday and Friday (May 7 and 8) at both the ¥mada Lobby and Fifth Avenue Place
Lobby. This was a very successful lunch hour sadgd last year and we all enjoyed meeting
people, talking about Cystic Fibrosis, and bringingtle color downtown.

As well, our friends at North Hill Mall are welcong us to sell mums on Saturday, May 9 from
9:30 — 5:30.

Please call or email Susan (403) 226-2803uay@godfrey-godfrey.aayou are able to
volunteer downtown (even if it is just for your olemch hour) on Thursday or Friday at either
location or 9:30 — 1:30 and 1:30 — 5:30 for SatyrataNorth Hill Mall.

A MESSAGE FROM THE PHARMASIST:

To all you Aquadek users..... we will be changiaglto ADEK chewable tablets.
There has been a lot of activity in the CF vitamrld lately! For years Adek chewable tablets
and pediatric suspension have been available tG€fgopulation. Due to some production
glitches a while back, Adek tablets were not awdédaAt that time Health Canada approved our
use of Aquadek. Aquadek is the improved versioADREK with changes to some vitamin
contents and the form changed to a gel-cap. Itthemtent of Axcan (the pharmaceutical
company who make ADEK/Aquqgadek) to have Aquadelsais and pedicatric suspension
replace the ADEK product. To make that happen #pply to Health Canada for approval. Right
now the approval process is still in motion.
So, here is the update:

Aquadek suspension is available for CF patientoupyr old.

ADEK chewable tablets are again available

for those using Aquadek, the ACH Outpatient phagnstitl has supply, but eventually you

will be changed to ADEK tablet

many of our CF patients will have Vitamin D addedheir medications, ask your dietician.

If any further clarification is needed, please db Imesitate to call Dianne MacLean or Joni Shair
- your CF pharmacists, or the CF clinic.

Pharmacists = 403-955-7303

CF clinic = 403-955-7319
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Introducing the Box of Life (boxoflife.ca) By Doug Watson, CF Volunteer

The Box of Life isa program started by the Kinsmen Club of Calgaay it both a fundraiser
and a community service in itself. It includes soedecation, an introduction to a good cause
(currently CF) and offers the students an oppotyuni attempt a fund-raising project for the
benefit of others.

The mission of the Kinsmen’s Box of Life programtaseducate children in the benefits and
rewards of active citizenship through volunteermgl community service.

The program in the school begins with a Kinsmerakpetalking about what ‘community’ is and
how the Kinsmen have been involved in our commufioityover 85 years. The speaker wants to
communicate to the students why positive activeariship, community inclusion and personal
involvement are the real way to enrich the lif@oé’s self through enriching the lives of others.

When you read in the newspaper about how somesabibit causes of gang violence are the
feelings of alienation and isolation from the largemmunity, you begin to understand how
pertinent and truly timely this program is. Howevaionary, this flows directly from the
Kinsmen motto “Serving the Community’s Greatest #lee

A brief video presentation explains wiystic Fibrosis is, which is followed up by an
explanation of whaCF is, by introducing the students to a real, théd with CF. If the students
remember nothing else, they will never forget tbpéhand the courage that they meet in these
brave speakers whom are living their active livespite of having a fatal disorder. Our four
speakers — Ben, Bryce, Erin and Savannah are ertetkamples of active citizenship.

The program wraps up with the passing out of tiepackaged take-home materials designed to
help the students pass their excitement on to gagents and get their permission to make a
personal effort to raise some money for a goodecaus

The Kinsmen share the proceeds with the particigatchool and with the good cause, currently
CF. The school will use their portion of the monegerve their greatest need, and the CF
chapter will forward it to be used to fund researchind that elusive cure.

As well, the Kinsmen will put their portion towaseérving the community, but the true return on
this investment comes for them in 12 to 20 yealemthese young students are young adults in
our community. After several years of exposuréhse concepts of active citizenship,
volunteering, personal involvement, and commuretyise we can expect to meet productive
young leaders who want to make a difference irr thverld and have the tools and experiences to
give flight to their wishes. These children ardytrour greatest sustainable, natural resource.
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The Kinsmen Need Your Help

The Box of Life is going to be presented in sevemosls this year, and that is fantastic growth
for only its third year. Great efforts are goinglwehind the scene to develop an educational
component in conjunction with The Learning Cenbased on the recommendations of Alberta
Learning. Can you sense that the Kinsmen arerttyaking brownies here?

If you can understand how vital this program cdagdto our community, for reasons as at least
as big as our need to find the cure or controldBr then the Kinsmen need your help.

Every person has a circle of influence in their l@nd we need access to yours. Do you have
children in school? Are you on a parent advisonyn@il? Do you have a close friend or relative
who is involved in the schools, or is a teacher@ yaur connections even bigger than that?

The Kinsmen Club of Calgary is not looking for aroaitment, but rather an invitation to share
this concept and discuss the possibilities witthessxhool’s Principal and/or Parent Advisory
Council. This program comes pre-packaged, delivaretpicked-up, always respecting the
valuable time and busy schedules of the schools.

We also need more speakers to represent who Céisaféad be the connection to the students in
each school. Is your child ready to join the raokBen, Bryce, Erin and Savannah, out in the
schools making an effort to make a great impres&io@F. The children with CF making
themselves available to speak to other childraherschools is truly priceless. Every student
walks away saying “Sure, | know someone with Cleytte cool!”. You absolutely cannot buy
advertising of this caliber. But, we need your pyas child’s help to grow this program.

PLEASE visit the fantastic websitewatvw.boxoflife.ca

Questions or comments

e-mail:boxoflife@kinsmenclubofcalgary.camttn: John Cherewko

or

Doug Watson, CF Voluntegrww.crowsnestview@shaw.ca
403-256-2543
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CHAIRMAN'S MESSAGE - 2009

Kin Canada has been working to serve the community’s greatest needs since 1920. In that time
countless creative projects have been devised in an effort to improve lives in Canada. No
recipient is closer to the hearts of Kin than the ongoing relationship with the Canadian Cystic
Fibrosis Foundation. Since 1964 Kinsmen and Kinettes across the country have worked
tirelessly to help beat CF. As a result of funding such as this, many individuals with CF are
living well into their thirties whereas most didn’t make it to kindergarten in the 1960s.

The Kinsmen are very pleased to have the support of the Calgary Separate School District in
the promotion and implementation of a Kinsmen program called “The Box of Life”. Aimed at
promoting active citizenship within Canadian schools we actively pursue our mission: to educate
children in the benefits of Active Citizenship through community service and volunteering. St.
Benedict was our first school on board for the 2007 program. They returned for 2008 and we
also presented at St. Bernadette with great response. Now in our third year we are very pleased
to be presenting our message in 7 schools to over 1500 students and staff.

We look forward to a great 2009 Box of Life & thank all those who have generously donated
their time and efforts. With continued support it is our endeavour that all Canadian students
learn the benefits of involvement in their community and to make positive choices. We
encourage those seeking more information to visit our websites.

Working together we will find a cure for CF.

Sincerely,
John Cherewko

Box of Life Chairman 2008-09 www.boxoflife.ca
Kinsmen Club of Calgary www.kinsmenclubofcalgary.com

from the left, Kinsmen Box of Life Chairman John
Cherewko, Charismatic CF Speaker Ben Archibald,
Kinsmen Don Hewitt, and Kinsmen Mark Tapley

Pictured is Bryce, Savannah and some of the Calgary
Kinsmen with the Principal and vice principal of #Mer
Teresa School.
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Did You Know......

National Kin-CCFF Day is taking place on Saturddgy 2, 2009.

This annual program was created in 2003 to proiti@éong-standing partnership between Kin
Canada and the Canadian Cystic Fibrosis Foundatifamdreds of Kin Canada members will
participate across the county by hosting fundrgigivents such as bake sales and carwashes as
well as by selling daisy lapel pins and cut-oulbe daisy flower is the symbol of the Kin-CCFF
partnership. Kin members have raised more tham#iB@n since the Kin-CCFF partnership
began in 1964. Their ongoing support has helpeaigtaficantly improve the quality of life for
those with cystic fibrosis and their families. [Barn more, contact your Kin club or visit
www.kincanada.ca
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You Wrote In:

Recipee for extra pounds

For a nice added amount of good fat just fry pastal/2 tablespoons of canola
oil just before serving. If there is any left metfrying pan that has not been
absorbed just stir it into the sauce or pour okiergasta. You can also give garlic
toast a quick fry (that's what the restaurantsodmake it extra yummy!). It gives
pasta, sauce and garlic bread a wonderful butéste tand adds about 100 cal &
10 grams of fat. Your CFer will never know thatujwe boosted up his meal.

Summer camps:

| was wondering if any parents of children with Bd&ve any ideas about how you
do physio and make sure all medicine is being takeen your child is away at
summer camp for a week or two? We were thinkingroblling our son this year,
but this is a concern for us, how he will get Hiygio when we are not there.
Any suggestions, ldeas?

-Summetime blues

In Thanks:

| want to thank an un-sung hero of the newslettétel King. He is a long-time
volunteer and has offered to come in with me orerenponth to get the newsletter
folded, stuffed, lableled and mailed. He walks ddvere in the cold and snow
and sits for at least 4 hours working on it. Dedily above and beyond the
regular call of duty for volunteers! | thank himofusely!
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Grant Weir BRYCE
Chairman, Ride for the Breath of Life 11 yeht child with CF

Honorary Ride Marshall
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2009/2010 Calgary & Southern Alberta Chapter Execut ive

VP — Volunteers & Community Partners
VP — Publicity & Promotions

Treasurer

Secretary

Adult CF Clinic Liaison

melissamcgoldrick@hotmail.com

Chidlren’s CF Clinic Liaison
Kin Liaison

Risk Manager

Newsletter Editor

Director at Large

Director at Large

Regional Director

Past President

Past National President

Great Strides Chairperson
FrightLites Chairperson

Casino Chairperson

Gift Wrap Chairperson

Ride for the Breath of Life Chairperson
65 Roses ® Ladies Golf Chairperson
Friends of CF Golf Chairperson
Friends Fore CF Golf Chairperson

friendsforecf@canopycanada.net

Shooting for the Cure Chairperson

shootingforthecure@nucleus.com

Fundraising Coordinator

CF Chapter Office Coordinator
#130, 6001 1A St. SW
Calgary, AB T2H 0G5

Deb Laval
Debbie Carver
Carol O’'Connor
Marie Nicholson
Melissa McGoldrick

Jenny Wilmot
Robin Stanton

Steve Peplinski

Cara Wiley
Jeanette Demers Weir
Sue Godfrey
Salima Nurani

Carole Erlam

Laura Read

Jeanette Demers Weir
Susan Godfrey

Bob Derbowka
Monique Rodger

Grant Weir

Rita Owen

Matthew McWhirter

Theresa Renke

Wayne Brennen

Kirsten Hrup

Teri Lang

D499
23038
313-3613
285-4493
695-29

21788

313-3613
256-1755
226-2807
455-3031
08-8392
247-3854
6-1255
226-2807
288-1340
730-7978
256-1755
2391
8821786

266-5295
262-7556 fax
266-5295
262-7556 fax

deblaval@hotmail.com

carver63@telus.net
coconnorse@y.ca
manicho@shaw.ca

jenccc@telus.net

rmistanton@shaw.car
rstanton@-calgary.ca

spp_24@yaloo.c

sparréb@gmail.com
jeanettedemers@shaw.ca
sueydrgy-godfrey.ca
sal@shaw.ca
erlam@shaw.ca
laurareadl@shaw.ca
jeanettedemers@shaw.ca
suey@godfrey-godfrey.ca
bobnjudy@shaw.ca
avehndmonique@shaw.ca
weirg@shaw.ca
ritaowen@telus.net
mmcwhirter@shaw.ca.

funds4cf@telus.net

ccffcal@telus.net
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