ap

CF Connections

Canadian Cystic Calgary and Southern Alberta Chapte

Fibrosis Foundation September 2009 Newsletter

Editors Message:

Wow it's already September, can you believe it?1?5 amazing how quickly the summer seems
to have gone by. | hope everyone stayed cool angsiart! We definitely stayed busy over the
past couple of months. Big thanks go out to eveeywho braved the heat and joined in on our
many events through June and July, and of courberZ@arking for Global fest just last week.

| hope you enjoy this months’ newsletter, therets lof great info including some changes to our
children’s CF Clinic staff and a very informativeport from the children’s clinic Pharmacist
Diane. Of course we also have pictures and ddtaifs the events we've had this summer.
Please don't forget our Casino coming up on tHé 22d 2% of September.

Cara Wiley

2009 CALENDAR OF EVENTS

Coin Boxes - All Year

May is CF Month ] _
Banner Hanging — May Inside This Issue:

Shooting for the Cure — May'®

Mums for Mom — May 7, 8 &9
Great Strides™ Walk — May 31

Page 2: Pharmacist Report:

CARSTAR Soaps it Up! — June 20

Ride for the Breath of Life® - June 20 Page 3: ..... Did you know?
65 Roses Ladies Golf — June"22
Friends of CF Golf (Carstairs) — July'®3 Page 5: Hero of the Month

Friends Fore CF Golf (Medicine Hat) — Jul{11
Global Fest parking — August

Casino Event — Sept 2% &23™ — Deerfoot Inn Page 6: Information from the

En?htm%sf _toc,i?;ar S—_— Canadian Cystic Fibrosis
algary Chapter — October )

Wrapping for a Cure - December Foundation

KIN EVENTS

Kinette Club of Stampede City — Daisy Chain of L@sfor CF - North Deadline for the October

Hill Mall ) ]

Kin/CF Day — May 2, 2009 newsletter is September™8

Kinsmen Children’s Hospital Home Lotto — May, Jaral July
Kinsmen pre-parade, Mile of Dimes — Jul§} 3
Kinsmen Wheels, Stampede week — July 9-12
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Pharmacist Report:

1. Aquadek capsules are no longer available from thigp&ient Pharmacy at the Alberta Children's Haspithese were
graciously allowed for us to dispense as ADEK chHaevgéablets were temporarily unavailable. Now thBEK chewable
tablets are on the market again, the Aquadek cepsuk not available for Canadians. But..........

A) ADEK tablets are covered by most third party drlanp

B) When your child is changed to ADEK chew tablgtmy need to supplemewith vitamin D. Call our CF dietician to find
out how much.

C) Aquadek suspension is still available for otitdiones too small to take tablets yet

D) The makers of Aquadek (Axcan) are still lobbytndhave Aquadek capsules added to the Canadidketn@his just
takes time, but eventually we will see Aquadek hack

2.Creon labeling has changed. Any CF patient ugiegdreon enzymes will note that the labeling hasgbd (or will be
changing). The enzyme "content" looks differentehese they are labeled now as "EU" (European ufits).old labeling has
the enzyme content as "IU" (International unitsthAugh the "strength” looks different it is nob.S... there is no change in
the content of the Creon enzymes.

3. There is a lot of concern in our CF community althetenzymes being re-classified to Natural HeRittducts by Dec
2009 (a.k.a would be considered over-the-coverymts) and possibly being de-listed from insurarmeecage. A little
history first....... Enzymes, because they areréexs of non-human animal materials" fall underdbénition of a natural
health product. In addition they do not fall untlez criteria for the drug schedule that calls foloators prescription. There
are 2 main government bodies who decide how teifjaa drug. Health Canada, through the Food andyPegulations have
said they will place enzymes under the Natural theatoducts, therefore, over the counter prodddis.second group is the
National Association of Pharmacy Regulatory Auttiesiwho will further decide if the drug should d@rescription item or
an over-the-counter product. The provinces willallsufollow the lead of NAPRA however the provinaeay set up their
own regulations!

WHAT'S BEING DONE.....

The Canadian Cystic Fibrosis Foundation has apgealthe Therapeutic Products Directorate to hasalti Canada review

if enzymes should remain a prescription item. Iditin they have also spoken with NAPRA to modtigit policy on the

enzymes and the natural health product issue. NARIBAts in September, so we wait to hear their ecis

REMEMBER....

A) enzymes are presently covered under a provipegram for all CF patients up to the age of 18yea

B) your CCFF is working very hard to make sure emzy remain a prescription item or will continuedbéocovered under
insurance plans

C) your CF clinic team communicates frequently wviith "governing bodies" to update our information.

Please don't hesitate to call Dianne or Joni if yeed clarification of these issues (955-7303).
REMEMBER TO CALL AHEAD TO REORDER MEDICATIONS BEEGRMING INTO CLINIC.

Dianne MacLean B.Sc.Pharm., C.A.E
Cystic Fibrosis Pharmacist

Outpatient Pharmacy

Alberta Children's Hospital

403-955-7303
dianne.maclean@albertahealthservices.ca
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CF Clinic News

Our clinic has welcomed new team members, whichngigau will be seeing some new faces when you doraénic.
Dr. Mary Noseworthy, pediatric respirologist wik lvorking at the Children’s Hospital for the neggy. Dr. Mary Fras
and Dr. Mosen Al-Ajmi are pediatricians who ardrtnag to become lung specialists. Lyndsay Mackai},be joining
our clinic in the role of nurse clinician in Septaen. Crystal Krykowski is our new clinic dieticiarYou may have
already met Joni Shair, clinic pharmacist who akies weeks in CF clinic with pharmacist Dianne M. Finally,
although not a new face, Dr. Candice Bjornson assutime role of CF Clinic director this spring.

We feel very fortunate to be joined by the abowrenembers and know that you will enjoy meetingrthiee next time
you are in clinic.

Gaye Hopkins

Thank you to Sergeant Mark Colcy and Officer Scott
Power of the Calgary Police Service for selecthmg t
CCFF — Calgary Chapter as the recipient of this'gea
“Racing for Rainbows” event. Scott’s daughter
Hannah who has cf was visiting her father from
Newfoundland. The event was held on a beautiful hot
and sunny July 22nd at the downtown police parking
lot. Competitors raced around the course in hefats o
three (some in costumes) and tried to finish first.
Unfortunately, there were a few casualties as soime
the tricycles were no longer ride able after theera
barbeque followed the racing.

Did You Know...

that Shinerama is celebrating it's 45th anniver8ary

Shinerama started as a one day shoe-shining fisednaith nine universities and colleges
and has since grown to involve more 35,000 studelninteers at 65 schools across Canada
and includes a variety of community & campus bamaghts under the Shinerama banner?
You can make a donation to your favourite Shineraatenol on-line?

By visiting www.shinerama.ca you can get up-to-datermation on the 2009 Shinerama
campaign and make a donation to help our voluntessh their goal of raising $1 million
dollars for cystic fibrosis research and care.

Bragging rights are at stake as participants coenfoettop honors as the Top Individual
Fundraiser or Top Fundraising Team. Will your fantmuschool or Alma Mater make the
cut?

Special thanks to our national sponsors: Best Bugakaway Tours, Domino’s Pizza, Mac's
Convenience Stores, MuchMusic and Student Awards.
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Special thanks go out to the Kinsmen Club of Caldar all their hard work and dedication to our @tex. The Kinsmen
presented Jeanette Demers-Weir a cheque for $3)®%t the proceeds from the Box of Life. The BixLife is a program
started by the Kinsmen Club of Calgary where sttglare encouraged to raise money for Cystic Fibribsbugh
informational videos and presentations by otheldedn with the disease.
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The Kinsmen also presented a cheque for $10,086tQBe Mile of Dimes to Grant Weir. Every yeartive hour and a half %2
period prior to the Calgary Stampede parade therden travel the parade route hauling special caichers and encourag
spectators to dig deep into their pockets for sphemge.

oo
"'!';"'!

[,
i,

Thank you to everyone who helped out with both &ven
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Every year during global fest the Zellers in Foltestv charges 5 dollar parking for the fireworks
competition. Over 5 nights of fireworks, Zellemarks cars heading down to watch for 5 dollars aaraual
donates all the proceeds to CF. Not only do tlenate the money, they also do a lot of the voluirige
themselves. This year over $11,0000 was raisester big thank you goes out to the Forest Lawnezs|
for holding this even for us year after year. Trealso to the volunteers who went out to lend alhan
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Dear Families,

Over the past several years | have had an amapjpgrtnity to work with you and your children iretiCystic
Fibrosis Clinic at the Alberta Children’s HospitAl of mid-September, | will begin working in anettposition at the
hospital, on an in-patient unit, working as a bdesiurse.

| wanted to take this opportunity to thank each every one of you for providing me with an expeciethat | will
never forget. | have learned so much from all af god | will miss you all dearly!

P.S. | hope to see you around at the hospital anydeneven at the Great Strides Walk next spring!!!

Yours truly,

Nurse Danielle

The Canadian Cystic Fibrosis Foundatio@algary and Southern Alberta Chapte8eptember 2009 Page 4



HERO OF THE MONTH
Martine Erlam

| have a lot of CF heroes in my life and one ofithe my cousin Martine Erlam who is 9
years old. When Martine was three she would askroen if she could have enzymes
too whenever we ate together. She didn't thinkais ¥air for me to take them alone. So
her mom would give her three cherios and she wbeldery proud that she was doing
the same as | was. | think it was her way of hgjmnt. She grew up asking a lot of
guestions about CF and has always made sure torsieonow much she loves me and
that it doesn't matter that | have CF. She recealtlyus that she would drive around the
world for family.

Martine has always attended every CF walk, TosBikiachallenge and even the
Christmas Gift Wraps. Last Spring for her schaBtgence Fair project, Martine chose to
do it on Cystic Fibrosis. She used jelly beanshtmsthe kids how many pills a day |
need to take and she also had a straw to blowl@obaio show people how difficult
breathing can be for some people with CF. Thatadlay of kids learned about CF for the
first time.

My cousin, my friend, Martine Erlam!

by Erin Rodger
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Information from the Canadian Cystic Fibrosis Foatidn

New Brochure

The Foundation has created a new brochuretati@ction control. Infection Control for
Cystic Fibrosis outlines how to stop germs fromesling, describes the types of bacteria
particularly dangerous for people with CF, andudels a summary of the Foundation’s
Infection Control Policy.

The brochure will be available in August be Foundation’s Web site
www.cysticfibrosis.caPlease e-mail info@cysticfibrosis.ca for a havgyc

50th Anniversary

2010 promises to be a very exciting year for thead#n Cystic Fibrosis Foundation
(CCFF) and the cystic fibrosis community in Canablext year marks our 50th
Anniversary!

As part of our 50th Anniversary celebrations, tle@idation has launched the 50th
Anniversary Campaign. The aim of the campaig isrbaden support for the work of the
Foundation, by enlisting generous donors, who cakena significant gift to this initiative.
Our campaign goal is to raise $500,000 during thenBation’s 50th year in existence. The
funds raised through our 50th Anniversary Campaiginsupport the best and brightest CF
researchers in Canada. Every gift will brings wset to achieving breakthroughs in CF
research that will eventually lead to enhancingghality of life of people with cystic
fibrosis.... and ultimately a cure

To learn how you support for the 50th Anniversagnpaign, please contact Michelle
Brome, Manager Annual Giving & Donor Relations &80D-378-2233 extension 288 or
email atmbrome@cysticfibrosis.ca

Kin Canada plans for year ahead

The early fall is a busy time for Kinsmen and Kiest In September, Kin clubs across
Canada will set their budgets and plan their mamglfaising activities for the year ahead.
Since 1964, Kin members have raised more than $86min support of the Canadian
Cystic Fibrosis Foundation.

The Foundation encourages all CCFF chapters t@cbtiteir local Kin clubs to thank them
for their ongoing support, and to ask them to idelthe Foundation in their fundraising
plans for the coming year. Not all clubs regulatnate to the CCFF, so it is important that
the clubs receive a call or a visit from the chapte

For more information on the Kin-CCFF partnershigase contact Jason Balaban at
jbalaban@cysticfibrosis.ca.
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Adult Cystic Fibrosis Committee Report

The Adult Cystic Fibrosis Committee had their arimpplanning meeting on August 29 and 30, 2009. @udigh it was a long,
exhausting weekend it was very productive.

In 2010, the ACFC will be taking on a more actio# with the Executive Board of the CCFF. Withdhgartnership we
should be able to get more accomplished with regtrdheavier agenda items for example; life insceasoverage for CF
adults, advocating for job security, family plangimegulation of pancreatic enzymes within eaclvipee especially
Alberta and finally Provincial drug coverage.

Those topics above are ones we will take to thectitkee Board of the CCFF requesting assistance@pmaaching the
appropriate individual(s), whether that is a poétifigure, President of a company etc.

The topic of Pancreatic Enzymes and their coveraddberta was discussed in great detail. As nedstou may know Blue
Cross has taken coverage of Pancreatic EnzymeseaffGroup Plan which in results leaves MANY aduwiith CF having
to pay for their enzymes. With result of this mantlger insurance companies are no longer coveramgeatic Enzymes.
The ACFC and the CCFF are both working very hargetiothis decision rectified. The reasoning marsyiance
companies are not covering Enzymes is due to thengta natural health product under Health Canatlaésapeutic
Products Directorate (TPD). Pancreatic Enzymes laabrug Identification Number (DIN); however, thee classified as
Over-the-Counter drugs by the TPD. In 2004, theuNs Health Products Regulations, the Natural the@toducts
Directorate (NHPD) came into effect. Under thesguRations, products classified as natural heatdyrcts are required to
obtain a Natural Health Product Number (NPN). Peatic Enzymes do not have the NPN, resulting irctiveent issue we
are facing.

| will be updating everyone as we go.

If there are any questions or concerns you areomsdcto contact me via email@elissamcgoldrick@hotmail.com

On a lighter note, my fiancé Cormac has been blasymg a “Trunk Show” with MacLeod Brothers in \éilv Park. This
event is due to October 3 &'4MacLeod Brothers will be giving 5% of all profilswards Cystic Fibrosis. There will also
be an option for patrons to donate money toward@¥hich MacLeod Brothers will match that donatiop to $1000.00.
This event is invite only so please contact marore information; it will also be on our websiteden the Events page.
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On June 20, 2009 the Calgary and Southern Alben@pter of the Canadian Cystic Fibrosis
Foundation, in partnership with the Rock Riderstld its second annual “Ride for the Breath of
Life” motorcycle ride. My name is Bryce and | waetHonorary Ride Marshall for the ride this

year. My Dad, Grant is the chair of this event. KByamps, Al also helps out by collecting

donations for the ride.

Because of your generous support tié @hnual “Ride for the Breath of Life” was a huge

success! With support from community minded comgsuaind people, like the Kinsmen Club of
Calgary and Stampede Kinsmen Club who both spodsitre ride, we were able to keep our
costs way down and raise significant funds — tleiarythe ride raised over $27,000! This money
will go towards ongoing research, including progedght here at the University of Calgary to

help young Canadians like me breathe easier.

The picture enclosed is of the kids that attentiedride this year. What do we have in common?
- We all have cystic fibrosis. Please know thataose of your generosity you are helping each
and every one of us in our fight against cysticddis. Once again, thank you for your support.
Gramps says you are helping us achieve our gdatesthing life into the future™

Pictured above L to R Pictured above GrantrWei
Ben, Bryce, Erin, Ashley & Chase and Bryce
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The 2009'65 Roses Ladies Golf Classiavas once again an unqualified
success. This year over $48,000.00 was raisee$sarch, despite the
depressed economy.

This was our 20 tournament and over the years approximately
$715,000.00 has been raised for research throeggetherosity of our
sponsors and with the assistance of the commitesebars and
volunteers who make this event possible.

A recognition gift was presented by Jeanette Deiées to the ladies
who have played in this tournament since its inoepfThey are Beryl
Beaudry, Irene Bell, Ruth MacDonald and Rita Owen.

Please make a note of the date for next year'sitmoent. It is June 28,
2010. We are looking forward to another great event

Rita Owen
Tournament Chair

Canadian Cystic Fibrosis Foundation - Calgary amatiern Alberta Chapter

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

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