Fibrosis Foundation
® March Newsletter

ij) Canadian Cystic CF Connections

Hello everyone,

| hope you are enjoying the newsletter. | knownl @njoying putting it together. | want to persiyn#hank
everyone who took the time to submit responsegaa Wrote in” and to everyone who sent in theiruigal
pictures. | also want to thank our executive wharkaso hard to get their articles in to me so | share them
with you, the readers.

Spring is almost here and with it brings many geeints. We’'re gearing up for Great Strides. Yao now
register yourself or your team online at
https://secure.e2rm.com/registrant/LoginRegistpxaBventiD=24838&LangPref=en-CA

Mums for mum is also coming up quickly as is Shagfior a Cure.
| look forward to seeing many of you out at thesmderful fundraisers.

Have a great March!

Calendar of Events

Shooting for a Cure — May'®2

Mums for Mum — May 8 and 1¢'
Great StrideS" Walk — May 3f'
CARSTAR Soaps it Up! — Juné'4
Ride for the Breath of Life — June'20
65 Ladies Golf — June 23

Friends of CF Golf (Carstairs) — July
Friends Fore CF Golf (Medicine Hat) — July | | Inside this issue
Global Fest parking — August

CF Casino — September'2& 24" Page 3 : Did you Know....

Calgary Chapter AGM — October Page 5: Hero of the Month

FrightLites — October Page 7: You wrote in... .

Gift Wrap - December Deadline for April Newsletter is
March 25th
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New Regional Director:

After serving two terms as Regional Director (RDAtberta, Beverly Van Horne is stepping down. iSal
Nurani will be the next RD to serve the three AteeChapters. Salima has held the position of $mgren

both the Edmonton and Calgary Chapter Executivdsadso attended the Foundation's Brand Camp. Thank
you Salima for taking on this position we are lueld honored to have you!!

CF RELATED BOOKS

The following books are available in the Albertail@ten’ s Hospital parent/patient lending library, locaiethe Family
and Community Resource Centre, on the second dioibre hospital.

1. Cystic Fibrosis, A Guide for Patients and Family;avid Orenstein

2. It happened to me, Cystic Fibrosis, The Ultimated &uide; by Melanie Ann Apel

3. Parenting Children with Health Issues; by FosteClide MD and Lisa C Greene. (Ms. Green is the jpiare
of two children with CF)

If you know of other CF related books that you khivould make a valuable addition to the hospitg@arent/patient
library, please let me know and | will advise tipgprpriate staff member.

Submitted by Gaye Hopkins, Social Worker, Albetiddten’s Hospital

OUR APPRECIATION

The Calgary and Southern Alberta Chapter wouldtitkexpress our thanks to Trevor Westbrook, Joel
Jagielski, and Dennis and Joanne Nay. They dor&dt@D0.00 to our chapter in memory of Scott Nay of
Lethbridge. Sadly, Scott passed away at U. ofospital, Edmonton, Alberta on January“2808 from
complications of a double-lung transplant. Sca@sws3 years of age and was diagnosed with CF aigthef 2
Y.

Scott’s friends Trevor Westbrook, Joel Jagielskd athers helped raise $750.00 on Super Bowl Suatay
local business in Lethbridge. Dennis and Joanng Seott’s parents donated $250.00, bringing tied to
contribution to $1,000.00.

SHOOTING FOR THE CURE 2009
MAY 2, 2009
SILVER WILLOW SPORTING
CLAYS
$100
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Did You Know...

The Canadian Cystic Fibrosis Foundation has a regiwmal corporate partner, BioGuard. BioGuard, a
manufacturer of pool and spa chemicals, will hqgaash for CF at 130 of their dealer locations asi@anada.

Splash for CF is a campaign that will raise furmistifie CCFF in the following ways:

BioGuard dealers will:
Sell 'water droplet' cut-outs
Display CCFF collection boxes
Donate a portion of the proceeds from many of theaducts
Some BioGuard dealers will also give their cust@ribe opportunity to "round up” their final bill to
the next dollar.

In the next few months, the Splash for CF websitew.SplashforCF.ca, will be launched to provide enor
information and to accept donations.

This event will take place during the spring anchewer months. More information will be forthcomingason
Balaban at the Foundation is the main staff corftadhe BioGuard-CCFF partnership.

THE REGISTERED DISABILITY SAVINGS PLAN

The Registered Disability Savings Plan is a new fitat will allow funds to be invested tax-freeiunt
withdrawal. It is intended to help parents to sBorehe long-term financial security of a child wia disability.
Any person who is eligible for the disability tasedit is also eligible for the Registered DisagiBavings Plan
(RDSP).

Contributions made to an RDSP will be eligible ioe new Canada Disability Savings Grant. Therdsis a
new Canada Disability Savings Bond for individuaith lower family net incomes. The plan structuse i
similar to a Registered Education Savings Plangaovernment contributions to the plan are equivalerdio0%
to 300% of RDSP contributions, to a maximum of $8,80 depending on the net income of the benefisiar
family. The government will also contribute up tb,#0.00 annually to Canada Disability Savings Bond
dependent on the net income of the beneficiarytslfa For further information about these benefilgase
refer to the Canada Revenue Agency website.

Submitted by Gaye Hopkins, BSW, RSW, Social Wehmrta Children’s Hospital
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HERO OF THE MONTH

Conner Crandall

My hero went to CF clinics at the Alberta Children' s Hospital for a couple of years when he
was real little. Now he's big - he's 12! He moved to Manitoba 9 years ago and now he goes to
CF clinic in Winnipeg, but now | go to CF clinic in Calgary. It's kind of strange that we often
have clinics on the same day. Last spring we were both unexpectedly in the hospital at the
same time. It was fun to send text messages to him

My Mom says he's a hero because he does all the thi  ngs he wants to do. He plays hockey and
golf, he rides steers & ropes calves, he also hasa  4H steer, and of course he likes to goof
around and wrestle. Sometimes his temper gets him into trouble (just like me). He is my hero
because no matter what | need to have done at the h  ospital | know he has done that too. He
taught me to make sure to take my med's - no matter what they taste like, that blood tests
really don't hurt, and your flu shot feels much bet ter if you relax. He also taught me that when
you need an IV make sure you ask if they have done it before. He also taught me that
Grandma always has a chocolate bar in her pocket fo  r you if you say your tired. That's about
all I can tell you without us both getting into too much trouble! | know we both have a lot
more thing to learn and teach each other. Maybe th  is summer he will teach me how to golf.

Conner Crandall, thank you for being my hero

Love your cousin, Russell Renke

Thank you Russell for sending in your hero of thatm!

2SN
009 Page 5
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You Wrote In:

Annoying Situation article:

My son is 16 years old and has CF. We have faitegtions where there is a gasp of shock from aquer
when my son takes a handful of pills. Both childemd adults are very curious. When my son wasgeu
and in school, | worried about other kids teasimg dbout the pills, and we thankfully never had thappen.
He never tried to hide the pills from any of hiefids. When asked by his school mates why he riteddke
pills he simply replied “I have a tummy problem wheeat and the pills help me with my food.” Thatisfied
most of the younger generation’s curiosity.

For curious adults | often reply with “Yes thatisot of pills but it keeps him healthy and we ageey thankful
to have them.” Most of the time, that reply leathes person speechless, and we continue on to other
conversations. If need be, | will continue on wsthimething like “people with Diabetes take pillsneedles to
keep them healthy and that is their way of contiidiese pills work much the same way, and | amkfuhine
does not need to take needles.”

Through the years | have found that people areetiomes uncomfortable with the situation and havether
way of dealing with it other than a smart remarodk at that as another opportunity to open a doar
educate another person about CF.

Needle Phobia:

My 16 year old son has had many needles as awithdCF. When he was younger, it was a nightneaesy
time we had to experience a needle. | remembeibbitmg from the lab chair and me chasing him acbthe
old Children’s Hospital, and then having to dragnfinack to the lab with him on his belly in full spd-eagle
position, screaming to the top of his lungs. Wherwas 7 or 8 years old, the CF Clinic nurse bookgdon
into therapy sessions with Doctor Gupta, Child Rsyagist at the Children’s Hospital and that wdidea
altering experience for both me and my son. Adtdy a few of sessions with Doctor Gupta my sowmsta
phobia of needles completely disappeared, anddmger had to deal with the nightmarish experiesxa
parent. There is help out there and it works. dakt

Weight struggles:

| was hoping to get some nutrition tips from otparents. It's always a struggle to get in allftiex calories
and keep it away from the rest of the family. nidfiit helpful to fill our plates and then bring théo the table
as | often found my son refusing any extra salttdouetc. because no one else has any.

Another way to add a little fat to fruit is a sim@lrecipe of:

1 pkg. cream cheese - room temperature

1/2 - 2 to 1 tsp vanilla (I like the artificial #se real vanilla tastes a little bitter)

1/2 packed brown sugar

whip until smooth, add more sugar or vanilla to Yi&ing serve with strawberries, apples, banantts feeezes
well in individual containers - great for lunchesafter school snacks

Here is a picture of our little girl, Gabrielle agé months, having physio
done by daddy. Thank you to Bernadette Bossénéoirg) your picture!
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MEET OUR NEW FUNDRAISING COORDINATOR, KIRSTEN HRUP:

| am very pleased to be living back here in Calgaryuly is home for me.
In 2004, less than a month after getting marriechraer change on my
husband’s part had us relocating to Medicine H&t, Rrior to 2004, |
spent 10 years working for an international heatttd wellness company in
event management, sales and communication. In,2@@gan working in
health care philanthropy at the local hospital iadi¢ine Hat. |1 am
passionate about health, health care and heatttedetauses. Having the
opportunity to work for an organization like thestig Fibrosis Foundation
is incredible and | am thankful for it.

Earlier this year my husband and | decided to nxack as being away
from family and friends was too difficult. We hame children of our own
yet, but two nieces, one nephew and two godsotieiCalgary area.

| first heard about Cystic Fibrosis through commarcampaigns, never having any direct knowledge or
experience until 2005 when | joined the Medicind Kmettes and started learning more about CF had t
incredible relationship between Kin and CF.

When the newborn screening program started in gdbene of my long-time friends had a baby who was
diagnosed with CF. That was when CF became pdrimmae, knowing someone whose life has been tyec
affected by it significantly changed my perspective

As the Fundraising Coordinator | am here to help wrariety of capacities such as enhancing chapter
partnerships throughout the corporate communityaamareness throughout southern Alberta. In Decenhbe
was able to participate in the gift wrapping at k##rMall and meet many of the incredible voluntedrkok
forward to meeting many more volunteers and memifettse CF community. Each of you are volunteard a
your time is extremely valuable, if there is onmg¢hl have noticed it is that the CF community iada up of
extremely dedicated and heart-felt volunteersm ltiauly honoured to be a part of this amazing oizgtion.

| will be in the chapter office on Monday, Wednegdad Friday each week and invite you to contactane
chat, share ideas, or just say hello. | can alseaehed on email at funds4cf@telus.net
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Canadian Cystic Fibrosis Foundation
Calgary and Southern Alberta Chapter

2009 MEMBERSHIP APPLICATION

FAMILY NAME:

ADDRESS: CITY:

POSTAL CODE: RES # FAX #

1% Adult member ¥ Adult member Children

name: name: name: age:
bus # bus # name: age:
cell # cell # name: age:
fax # fax # name: age:
e-malil e-mail name: age:

To receive the newsletter via email, please proaidemail address below:

Enclosed is my $20.00 membership fee: New Renewal
(Tax Receipt-able)

I am sending20 per household payable by:

Cheque Visa MasterCard
Credit Card # ExXparte
Signature

Enclosed is my membership of $ 20.00
Enclosed is my donation of $
TOTAL enclosed $

Please return this form & payment to:
Canadian Cystic Fibrosis Foundation
Calgary and Southern Alberta Chapter
130, 6001 — 1A Street
Calgary, AB T2H 0G5
Phone: 403-266-5295 Fax: 403-262-7556 emaifcat@telus.net

Please note that if your membership is not kegbugate, we will be unable to mail you a copy & tlewsletter. For those with
access to a computer, please help keep costs dpamitching from mail to electronic mail for receig your newsletter!
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VP — Volunteers & Community Partners
VP — Publicity & Promotions

Treasurer

Secretary

Adult CF Clinic Liaison

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 Coordinator

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

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
Beverly Van Horne
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

23M38
313-3613
285-4493
695-79
21788

313-3613
256-1755
226-2807
295-9434
08-2392
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
coconnorgé@il.com
manicho@shaw.ca
melissamcgoldrick@hotmail.com
jenccc@telus.net
rmistanton@shavaca
rstanton@calgary.ca
spp_24@yaloo.c

sparrob@ gmail.com
jeanettedemers@shaw.ca
sueyd@rgy-godfrey.ca
gvdnhorne@gmail.com
erlam@shaw.ca
rafleadl@shaw.ca
jeanettedemers@shaw.ca
suey@godfrey-godfrey.ca
haty@shaw.ca
aveandmonique @shaw.ca
weirg@shaw.ca
ritaowen@telus.net
mmcwhirter@shaw.ca.
friendsforecf@canopycanada.net
shootingforthecure@nucleus.com

funds4cf@telus.net

ccffcal@telus.net
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