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Editor's Message:

Welcome to 2010. As some of you may be awareytas is a very special one for the

Canadian Cystic Fibrosis Foundation, as it marksséll anniversary. We will be focusing on this
throughout 2010 nationally, and locally as a chap¥e look forward to making this year more
prosperous, fun, and of course, raising more avessenWe have come a long way in 50 years thanks to
volunteers like you and | see us going much furthehe future. We’'ll have all our usual events tyear
and hopefully see some new ones such as the M#fozaBnpaign. Make sure you check the calendar for
the dates of our many great events. Last year leapter made approximately $285,000.00 Great job
everyone!

I hope you will enjoy the newsletter this monthnasshave lots of informative and inspirational @gs,
including an update on enzyme regulation and they stf how our Foundation began. Please also
remember our Hero of the Month, if you have someanewould like to see recognized. Lastly | would
like to remind everyone to renew your membershiif haven't already done so. Our form is located o
page 8.

I look forward to another year of putting togetoer CF Connections and thank everyone for the noad
support.

Cara Wiley.

2010 CALENDAR OF EVENTS
Coin Boxes - All Year
Ly 5 (G Lty Inside the Issue:
Banner Hanging — May
Shooting for the Cure — May'1
h o 0 0 .
Mums for Mom — May 8, 7", and & Page 3 : Georgia chapter president is an Olympic
Great Strides™ Walk — May 30th torch runner
CARSTAR Soaps it Up! — June )
Ride for the Breath of Life® - September™.8

65 Roses Ladies Golf — June28 Page 4: Canadian pioneers in the fight against CF
Friends of CF Golf (Carstairs) — July'23

Friends Fore CF Golf (Medicine Hat) — Jul§f17 Page 6: Wrapping for a Cure summary

Global Fest Parking — August 20, 22, 24, 26 and 28.

Casino Event — 2011 i

FrightLites® — October Page 7: 2010 Executive

Calgary Chapter AGM — October

Wrapping for a Cure - December Page 8: Membership Form

%Mw 2 2009 De;';\dline for the March Newsletter is February
Kinsmen Children’s Hospital Home Lotto — May, Jurel July 25",

Kinsmen pre-parade, Mile of Dimes — Jul}j 2

Kinsmen Wheels, Stampede week — Jdly11™

Medicine Hat Kinettes Annual Ladies Night Out - Redry 27th 2010
High River Dinner and Dance - MarcH 2010
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' Diamond Dinner Gala

Ladies Night Out Benefit Event

NEWS FROM THE ALBERTA CHILDREN'S HOSPITAL Hosted by the Kinette Club of Medicine Hat
CLINIC:

Satunday, February 27th, 2010
We are excited to announce that Lori Fairservicedwepted a Cyphess Centie - 2055 21t Street S.E.
full-time, permanent position as Nurse Cliniciaritwdur CF Doors Open: 5:00 pm  Cocktails: 5:30 pm ¢ Dinner: 6:30 pm
clinic. Lori has worked in other outpatient cligim our Quand Cpniges totuﬂing more than £6,000

Respiratory Division at the Children's Hospital foe past 8

years, and prior to then on the inpatient unithatold Children's g Blamond Fiag

5 mote ptiges of Diamond Jewelry

Hospital. She brings a wealth of experience tand,we are so 7 @D ;
happy to have her join us. Lori is looking forwaodworking ¥cior Sponsor ~ “Rithatdoon ik Hery
with all of the children and families in our cliniglease join us Qtﬂent u&uCﬂOIl

in welcoming her! The contact phone number forGfeNurse

Clinician will remain the same: 403-955-7319. N

Sillent Auction couttesy of Medicine FHat Co-op
Submitted by: Dr. Candice Bjornson Tickets ~ $50.00 available from

Schwab & Co Chartered Accountants Ph: 403.527.9760
#105 — 1424 Southview Dr SE, Medicine Hat
éfi’:— Amy Lemon Ph: 403.488.8501 (Evenings & Weekends)

A

é’ Zg EARLY BIRD TICKET LIMO PACKAGE
4 2

‘\\/)%5

:
%.(?' PRESENTED BY EBEL'S LIMOUSINES

AN DRAW DATE: DEC. 3157, 2009
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* The Summit Foundation for Cystic Fibrosis will besting the * All of us at the Calgary and Southern Alberta Cbapf
* 6 Annual Heroes Amongst Us Awards Gala on Thurs.dWar * the CCFF offer our deepest sympathy to families twee
* O4th, 2010 at the Calgary Golf & Country Club (Elbowigr * lost loved ones. We .EXtend our sincere thankbdgd ]
¥ and 50th Ave SW). For further information pleasstvi Y who have sent donations in memory of the following:
g http://www.summitfoundation.ca/heroesamonqus.ﬁk’ .

% e Stanley Kwasny Arthur King

2 2 Diann Prada Tyler Gustavson

Yr Yr He e o A A e e e e e e e e e e e e ke

Hi all my name is Chris Archibald and my son Bes & . We had an encounter this
week that | just had to share . We had just drdfipen off at guitar lessons which just
happened to be off of Macleod trail the day oftreh run. Charly and | were waiting for
Ben while also waiting for the torch run to go byjust so happened that a torch runner
was dropped off right where we were standing waifor her turn to go. She let Charly
and | hold her torch and shared her excitemenepfipcoming privilege of being a torch
bearer. | asked her how she came about to be eglant her husband proudly boasted
that she was nominated for her extraordinary velensm particularly with cystic fibrosis.
In fact she was the president of the Georgia Clptelna "Your kidding me!! When | told
her who we were and that Ben was hopefully goingade it out to see her before she left,
she too was astounded. How incredible that atrtfzathent all the circumstances brought
us to that exact place. Out of the whole torchinu@algary that day she was dropped off
in front of us. Anyways Ben made it in time, gqgtiature with Liz and then she was off
creating history. In the time it took for her tospan her flame at Glenmore trail her
husband relayed to me how dedicated and impassiamésito CF . She is one of those
unique individuals who has no personal connedtio@F at all yet is so deeply committed
to "our cause". | continue to be in awe of peojile this. Whatever the reason is that we
were pushed together at that moment who knows;dintidence is too easy a word to use.
| left feeling completely in awe of how completeastgers form different countries can be
so connected . | met 2 torch bearers that dayfartle spirit of Man and the other as a
champion for the fight to right cystic fibrosis.was a great pleasure Liz ,Thank you.

Liz Burns(Olympic torch runner)
and Ben Archibald.

Liz Burns, the incoming president of the board ioéctors of the Georgia Chapter, chairs Chocolated of the top 5 fundraisers for the
CFF GA Chapter. Liz and the Chocolate! team haisadamore than $500,000 for cystic fibrosis resear€oca-Cola selected her to be a
U.S. Torchbearer with 19 other inspiring peopleause of their passion for living positively and &fecting meaningful, enduring change
in their local and global communities. She was geired for her leadership and commitment to “Livigsitively,” in particular with the
CFF. To learn more about Liz and her Torchbearete, visit www.LivePositively.com.

A message from Liz:

"My name is Liz Burns and | am a volunteer andrdaaember for The Cystic Fibrosis Foundation, GAagter. | am carrying the Coca-
Cola Olympic Torch in Calgary on January 18, 20i@dnour of the patients and families living witiistdisease. | do not have a personal
connection to cystic fibrosis, but it has becomespeal because of the people | have met througlREte

My dream is for a day when patients with CF no Emigave to worry about whether they will grow ottbagh to graduate from college, or

to fall in love, or to hold their first child in #ir arms...but instead know that they will do h#ge things and much more as they grow old
together.

R

|
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CCFF Celebrates 50 years! Canadian pioneers in the  fight against CF

Doug and Donna Summerhayes are the first to admit their family “lives, eats and breathes cystic fibrosis." The founding
members of the Canadian Cystic Fibrosis Foundation have a very personal connection to CF; two of their four children were
born with it. Two years after their first daughter,Heather, was born, the Summerhayes welcomed another baby girl, Pamela.
Unfortunately, Pamela was a thin and sickly child. Cystic fibrosis was a little known disease at the time, and the young parents
couldn’t have known the cause of their child’s suffering. Soon after, they had a healthy son, Greg. In1958, Pamela’s failure to
thrive was finally explained — she was diagnosed with cystic fibrosis. Devastated by their daughter’s diagnosis, Doug and Donna
wanted to reach out to other CF families. The couple felt there was a need for an organization that would help families
understand the ramifications of the disease, and available treatments. On May 23, 1959, a meeting, organized by Doug and
Donna, was held at Toronto’s Hospital for Sick Children. More than 100 parents attended, and echoed Doug and Donna’s desire
to start an organization. A few months later, the Canadian Cystic Fibrosis Foundation was established.

The Foundation operated from the Summerhayes’ Brantford, Ontario home, with Doug as the first President, and Donna as first
editor of Candid Facts, the CCFF’'s newsletter. The next few years were busy, as Doug and Donna, with the help of many CF
clinicians and volunteers, worked to get the Foundation off the ground. The Summerhayes family grew, too, as the couple had
one more child— Jeffrey, who has cystic fibrosis. Jeffrey recently celebrated his 48th birthday. Meanwhile, Pamela thrived
against all odds — well beyond the grim outlook physicians gave her when she was diagnosed. She graduated from college, and
opened a successful preschool. Sadly, Pamela lost her battle to cystic fibrosis in 1980 at the age of 26. “She was very resilient
and always lived life to the fullest,” said Donna. “Pamela was a precious gift. She was a gift to us and the wider CF community."
Determined to fight the disease that took their daughter, the Summerhayes continued to volunteer with the Foundation in many
capacities. “There has been such tremendous progress in cystic fibrosis research and care," said Doug. “Parents get to see
their children grow up and live full lives. We're proud of the Foundation and its staff, the many doctors and nurses who dedicate
their lives to making CF a thing of the past. With their help, children are living longer than ever before." “I hope there won't be a
need for the Foundation because we’'ll have found a cure for CF," added Donna. “When the day comes, which will be soon, it
will be a testament to all those parents who came out to a meeting 50 years ago. It will be in memory of them, and their families.
It will be a very happy day."

The Canadian Cystic Fibrosis Foundation extends its gratitude to the Summerhayes family for their long-standing leadership in
the fight against cystic fibrosis Candid Facts Winter 2009

In fifty years we have come a very long way — temesome highlights of the achievements made pedsianks to the support from dono
throughout the past 50 years:

The median age of survival for persons afflictethvaiystic fibrosis has gone from 4 years to 37 yedage — in Canada the
survival of persons with cystic fibrosis is the légt in the world.

The world’s first successful double-lung transplatipient was a patient with cystic fibrosis.
Discovery of the gene responsible for cystic filsos
Better dietary treatment, leading to significatigger lives for individuals affected around therlao

Creation of the most comprehensive CF patient datin the world, making it available with full att consent to our research
teams.

The CCFF is consistently ranked in the top 10 Cemacharities funding health research and is rarleedn of the world’s largest CF
granting agencies.

To celebrate the accomplishments, advancementaraading milestones achieved over the past 50 fieaE CFF is hosting a year-long
celebration, including a special gift campaign veharseries of one-time donations will be requestad individuals, in an effort to raise
$500,000 for CF research and care! Local Chapieralso encouraged to host celebrations at alesllin honour of this monumental
milestone in CF history.

If you would like to be involved, or find out moiformation about the Zbanniversary campaign and celebrations please cicthi
Calgary & Southern Alberta Chapteriafio @cfcalgary.car call (403) 266-5295.
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Taking Steps to Cure Cystic Fibrosis

I"#
$ % &
"
I& 1
)
*y -t
/ 0'1 %
% '$
% 3+*0,4405,65 7 ' '
& ! 8
! 0 9
# 3 ! &
% & ! v
$ ! & #
(& *! <
+ , | >
- ! #
?2 &) . &) # &) .02
/ ! 0& &+ ! #
9
& * +
$ <@ I "40A
$* + $ %
0 I '-,8-5
% + & * ? % %

Canadian Cystic Fibrosis Foundatio€algary and Southern Alberta Chaptdfebruary 2010 Page 5



Monique Rodger and her daughters Simone and
Erin wrapping for a cure.
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Membership Strengthens our Organization

By joining forces with others throughout the cydiiirosis community you demonstrate your beliebimr mission and support those
involved.

Our chapter consists of Parents, Grandparentsgtieés and friends, CF adults and youth, and mamglated volunteers passionate
about the cause.

Whether you are directly or indirectly touched lygtic fibrosis, you are invited to join our chapter
Chapter members:

Raise funds in the Calgary and Southern Alberta are

Promote public awareness of cystic fibrosis

Serve as a local resource to partners

Support people and families affected by cysticd#is.

As a member of the Calgary and Southern Albertgp@nag/ou can:
Contribute to the direction to the chapter at aldevel
Be involved as a volunteer at events and help mis@eness in our community
Attend the Annual General Meeting to elect the BlaafrDirectors
Receive a subscription to the monthly Calgary nettest “CF Connections”
Become a volunteer for a specific project, evenha capacity where your specialized skills orengnce will contribute towards
the goals of the chapter.

To join your local chapter please complete and sutira enclosed Membership Form. Annual memberfgep are $20 per household,
valid from February %to January 3each year.

You may also use the enclosed form to renew your cent or previous membership.

2010 Calgary and Southern Alberta Chapter Executive

President Jeanette Demers Weir Shinerama Cinsanpe Michelle Bushell
Past President Carole Erlam 65 Roses Chainperso Rita Owen

VP Volunteers Debbie Laval Shooting for a CGteirperson  Wayne Brennen
VP Publicity & Promotions Debbie Carver Friend<Cé Chairperson Matt McWhirter
Treasurer Carol O’Connor Friends Fore CF Cleagpn Theresa Renke
Secretary Marie Nicholson Frightlites Chaismer Susan Godfrey
Adult Clinic Liason Mellisa McGoldrick Ride Chaierson Grant Weir
Children’s Clinic Liason Trevor Phillips Officgoordinator Teri Lang
Kin/CF Liason Robin Stanton Fundraising Cooatiim Kirsten Hrup
Risk Manager Steve Peplinski

Newsletter Editor Cara Wiley

Director at Large Susan Godfrey CF Chaptercd@ffi email: info@cfcalgary.ca
Director at Large Beverly VanHorne #130, 6001SASW

Director at Large Rebecca Watson Calgary, ARH 0G5

Regional Director Salima Nurani

Great Strides Chairperson Jeanette Demers Weir oné?i403-266-5295

Casion Chairperson Bob Derbowka Fax: 403-2826

Giftwrap Chairperson Monique Rodgers

If you need to contact any of these members oéieeutive, please contact Teri or Kirsten at thieef
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