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On February 11, 2012, Heart Beats held 

their Grate Full Hearts gala at the Calgary 

Italian Club. The attendees numbered 

approximately 220 and consisted of Board 

members of Heart Beats (past and present), 

medical professionals, friends and families 

of children with congenital heart defects 

and, perhaps best of all, several grown up 

“heart kids” who were honoured throughout 

the evening. The celebration was emceed by 

Brenda Finley, and featured a champagne 

reception, a five-course Italian dinner, live 

entertainment by the fabulous Heebee-

jeebees, a dance featuring Lotak 

Entertainment and a wonderful assortment 

of auction items. Some of the highlights 

included a poignant movie presentation, 

speeches given by the event Co Chairs 

Johanna Cussigh and Sylvia Falk, and 

comments from Dr. Giuffre on behalf of the 

pediatric cardiologists and the Cardiology 

Clinic.  There were many door prizes and a 

Westjet raffle which sold almost 200 tickets. 

Our heart necklaces nearly sold out with 

over 100 purchased that evening.  The event 

raised over $35,000 dollars, funds that will 

go a long way toward helping children with 

CHD and their families. Heart Beats would 

like to thank the generous donors and 

sponsors as well as everyone in attendance, 

including the hard working members of the 

Event Committee and current Executive who 

volunteered their time and efforts into 

making this event such a success.

In this issue Heart Beats
Celebrates 

Grown-up “heart kids” in attendance (from 
left) Daniel Falk, Courtney Morin, Megan 
Nimmo, Sam Croft, Mardy Francis and 
Vittorio Borrelli.

The Event Committee (from left) Robin 
Purnell, Sylvia Falk, Heidi Smethurst, 
Johanna Cussigh, Emily Borrelli, Denise 
Nimmo and Bev Moore (absent from 
photo is Lori Moch, who was unable to 
attend).

Current Heart Beats board members (from 
left) Patty Knox, Patty Wiebe, Heidi 
Smethurst, Lynn Nakoneshny, Danny 
Wolsey (seated) Sylvia Falk, Jen Beleshko, 
Cindy Castillo and Jeannine Oliphant.

25 Years



Upcoming Events

Heart to Heart
Heart to Heart is an opportunity for parents to come together in an 

informal and relaxed setting to visit and chat about parenting kids 

with CHD.  Whether your “heart child” is an infant, a teenager, or 

somewhere in between, we welcome you to join in and share your 

knowledge and experience with others. Those with children at home 

are welcome to bring them along.  For our weekend dates, we enjoy 

having the whole family attend.  Upcoming Heart to Heart dates are:

May:   Wednesday, May 9th at 10:00 a.m. at the home of Patty 

Wiebe, 43 Midvalley Crescent SE.

June:   Friday, June 8th at 10:00 a.m. at the home of Karen Perl-

Pollard, 324 Norseman Road NW.

July:   Saturday, July 7th at 1:30 p.m. at Lake Midnapore.  The 

entire family is encouraged to come!  If you are able to 

attend, please RSVP to Patty at
 as 

 pattyw@heartbeats.ca

she must provide your name to Lake Midnapore staff so 

 you can be admitted.

Sept. Tuesday, September 11th at 10:00 a.m. at the home of

  Lynn Nakoneshny, 187 Willowmere Close in 

 Chestermere.

3rd Annual Heart Beats 
Family Fun Run

Mark your calendars! The Heart Beats annual Family Fun Run will take 

place on Saturday, October 13, 2012, starting at Eau Claire Market and 

following the running paths along the Bow River. Once again, there 

will be a 10km Run, a 5km Run or Walk and a 1km Children's Race. 

This is a chip-timed race with prizes and medals in numerous 

categories. 

Cindy Castillo, the organizer for this event, has recently written a 

wonderful article about the run that appeared in the March/April 

edition of Running Room Magazine.  You can check it out by going to 

the Running Room website (www.runningroom.com) and following 

the “Resources” tab on the home page.  Congratulations, Cindy, for 

promoting this fundraiser on a national level!
If you would like more information or if you would like to volunteer for 

this event, please contact Cindy at cindyc@heartbeats.ca.  Look for 

s i g n - u p  i n f o r m a t i o n  a t  
 o r  a t  

w w w. h e a r t b e a t s . c a
www.runningroom.com.

Community Updates
We want to hear what is happening with your CHD child and family!  Whether it is an update on their treatment, or a special accomplishment in 
school, music or sports, please let us know so we can share it with the rest of the Heart Beats Community. Send your update to 
jenb@heartbeats.ca.
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Donations made to Heart Beats Children's Society of Calgary are used to provide information, resources and support to families living with 
congenital heart defects. Your donations have provided:

  Financial assistance to families having difficulties meeting expenses relating to their child's heart defect.

  Items of encouragement for children undergoing extended hospitalization.

  “Heart & Soul: Your Guide to Living with Heart Disease” information DVD (distributed through the Cardiology Clinic).

  Supplemental equipment for the Alberta Children's Hospital Cardiology Clinic

We appreciate and acknowledge the donations received from the following individuals and organizations from January through April, 2012

If you wish to contribute to the support of families of children with congenital heart defects, you may mail your donation to:

Heart Beats Children's Society of Calgary
Box 30233, Chinook Postal Outlet

Calgary, AB T2H 2V9

You may also donate online at www.heartbeats.ca where you can make secure donations by credit card to Heart Beats through CanadaHelps.org. 
*(If you donate to Heart Beats through the United Way, please let us know so we can acknowledge you as the United Way does not provide us with the names of 

Anonymous 
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Annual Family Event
The Heart Beats Annual Family Event was held on March 10, 2012 at the Cardel 
Homes theatre.  Eleven families attended this wonderful gathering which 
featured a catered lunch, a crafts table and a movie presentation of “Puss in 
Boots”.  Heart Beats would like to thank Cardel Homes for allowing us to hold 
the event at their beautiful facilities, the organizers and volunteers of this event 
and to everyone in attendance for helping to make this a day to remember.  

“Heart kids” attending the Annual Family Event on March 10, 2012

Your Support in Action



Cardiology Clinic News
Julie Westlund RN has completed her term position, and Norma Becker RN will be returning to the Cardiology Clinic.  

Offbeats
Offbeats has enjoyed a fabulous year with so many 

regular and new kids participating, the best turnout 

we've have had in years!  In February we celebrated 

Congenital Heart Defect Awareness Week with heart 

shaped pizzas at Boston Pizza.  In March we had an 

exciting evening of Laser Quest and April's event 

was our annual pottery painting at Fire Escape.  We 

will wrap up our year in May with wishes for a fun 

filled summer to all. Offbeats will resume again in 

September. For more information about Offbeats, 

please contact  Laura Thurber-Larsen at  

Laura.Thurber-Larsen@albertahealthservices.ca

Keeping the Beat by e-mail
Never miss an issue! Subscribe to our newsletter today by sending an email to 

info@heartbeats.ca advising us of your name and e-mail address, and you will receive our 

electronic version of “Keeping the Beat”. Your email subscription will enable us to reduce 

printing and postage costs, so that we may use these funds to assist heart families in other 

ways.  

Note: E-mail addresses will be used only to distribute Keeping the Beat newsletter and 

notices of Heart Beats events; e-mail addresses will not be given to any third party.

The Offbeats kids enjoying heart shaped pizzas at Boston Pizza

Western Canadian Children's
Heart Network Update
The WCCHN's 10-year-anniversary celebration held in December 2011 in 

Vancouver was a great success, with approximately 50 clinicians and families in 

attendance!  We presented our WCCHN video, now available on our website, 

which includes interviews from various clinicians and families throughout the 

WCCHN.  Dr. Brian Postl was honored for his work over the last 10+ years as the 

Chair of the Network.

The WCCHN Family Advisory Committee (FAC) met in December.  This 

committee is currently working on a pre-operative tool for families travelling for 

surgery to either BC Children's Hospital in Vancouver or Stollery Children's 

Hospital in Edmonton. Checklists, travel information, resources, and family 

support group contact information are some of the pertinent information 

provided in this tool.  Once completed, this tool will be available to families on 

the WCCHN website and at each of the WCCHN centres. 

We are pleased to announce that our new website is live!  The new site includes 

more success and family stories, photos and bios of the clinicians at each of the 

WCCHN centres, streamlined links for patients and families, a search feature to 

help users find information quickly, and much, much more! Please visit us:  

www.westernchildrensheartnetwork.ca.  We would love to hear your feedback!

Family Stories:  If you have family stories you would like to share on our website 

or if you have an update to your story that is already posted on the website, please 

forward your story or updates to:  wcchn@albertahealthservices.ca.  Be sure to 

include your child's name, diagnosis, and a picture(s) along with your story.
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Life-saving surgery sparks fundraising efforts
By Doris Fleck. Reprinted with permission from City Light News.

When Christina Taylor and her husband John found out their newborn 

son had a rare heart condition requiring immediate surgery, they were 

devastated. “No one should be faced with death the day after being 

born,” Christina said.

Christina and John met at the Youth With A Mission (YWAM) base in 

Turner Valley. There they were married and joined the staff of the School 

of Biblical Studies (SBS).

They decided to move back to John's home country of Australia to get 

dual citizenship and became involved in leading a SBS in Canberra.

It was there that Christina gave birth to William on August 28, 2009. 

Her first comment after seeing him was, “He's perfect!”

But it wasn't long before hospital staff noticed William's breathing was 

rapid and found out he was not getting enough oxygen. All attempts to 

bring his oxygen levels up failed.

They were quickly moved to a larger hospital so William could have an 

ultrasound. A doctor told them there was a complication with his heart. 

They had called for a helicopter to evacuate them to Sydney where a 

pediatric cardiologist would be able to diagnose the problem.

It was after midnight on a stormy night and the helicopter was arriving 

soon. Only one parent was allowed to accompany William. Christina 

said the whole ordeal was so traumatic she wanted to drive to the 

hospital with her husband, but decided she should go with her son.

 “I felt that's the moment I became a mother,” she recalled. “We didn't 

know how long he was going to live at that point. The helicopter ride 

was pretty crazy. All the alarms kept going off on Will's incubator and I 

never knew why.”

Once safely in Sydney, William was diagnosed with an extremely rare 

heart condition — the veins were entering the wrong side of the heart 

causing oxygenated and unoxygenated blood to mix. If he didn't have 

surgery to correct this problem, he probably wouldn't live to see his first 

birthday. 

William underwent surgery 10 days later and did extremely well.

While there, the Taylors met other families whose babies had a much 

tougher time than William. That was the beginning of Christina's desire 

to help others going through similar circumstances.

In the fall of 2010, Christina said she got into a slump — worried how 

the trauma of his first few weeks would affect William long-term. Then 

she saw a World Vision gift catalogue that offered heart surgery for a 

child who couldn't afford it. The cost was $5,000.

“That was a bit of a reality check for me,” Christina said. “It's hard to see 

your child go through surgery, but so much harder to see them need it 

and not be able to get it.”

The Taylors were sponsoring a child through Compassion Canada and 

when they moved back to Turner Valley in November 2010, Christina 

found out this organization was offering a similar gift — major surgery 

for $5,000. Since she wanted to donate some money and raise the rest, 

Compassion set up a web page on their site for her.

She and her husband John have already given $800 towards this cause 

and are asking others to join their efforts by giving $15 or more which is 

tax receiptable. She will carry on this project through the next year and 

hopes a number of children will receive life-improving surgery.

I f  y o u  w o u l d  l i k e  t o  m a k e  a  d o n a t i o n ,  g o  t o  

www.compassion.ca/achancetobewell or contact Christina at 

christinajht@gmail.com.

Christina Taylor plays with her son, William. After his successful surgery, 

Christina is raising money to provide major surgery for underprivileged 

children through Compassion Canada.

Update on Fundraising: 

The money is now being raised specifically for Evans, an 11-year-old 

boy from Kenya. He has Tetralogy of Fallot and his surgery will have to be 

performed in Chennai, India.  So far, $2,000.00 has been raised for his 

surgery, but a total of approximately $16,000.00 will need to be raised 

to cover the costs of transportation, surgery, post-operative care, 

medication and follow-up.  The reason for the difference in amounts is 

that $5,000.00 is an average amount that people often donate to the 

general surgery fund and some surgeries are often less and some, like 

Evans', are more.  
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Sixteen-year-old Annabelle Wardeck excels at track and field, soccer, 

volleyball and gymnastics.
 

To look at this vivacious, athletic and confident Edmonton teen today, 

one would never guess she had open-heart surgery at the tender age of 

10 days to repair transposed heart arteries. 

“When I was born, I was all blue and doctors knew something was 

wrong, so I had the surgery,” she says. “They told my family that I could 

have died within a few days, if they hadn't switched my arteries 

around.”
 

Wardeck, although she's fine now, doesn't take her heart health for 

granted, and appreciates the importance of getting her yearly checkups 

to ensure she'll remain healthy as she moves into adult care from 

pediatric care.

New research is now underway on how to best transition young adults 

with congenital heart problems to adult care at the Mazankowski 

Alberta Heart Institute, thanks to a $300,000 grant from the University 

Hospital Foundation.
 

“I may be fine now but there are some people who still have problems 

after they grow up,” says Wardeck, “and they have to be careful what 

they do. I'm really glad they're doing this kind of research to help 

people like me get better care throughout our lives.” 

As a result of medical advances, more than 90 per cent of children born 

with heart defects now reach adulthood yet many remain at risk for 

further cardiac problems.
 

“To date, no research has been done on how to best organize and 

deliver programs that transition teens with heart problems from child-

centred to adult-oriented health care,” says principal investigator Dr. 

Andrew Mackie, an Alberta Health Services (AHS) pediatric 

cardiologist and University of Alberta Assistant Professor, Division of 

Pediatric Cardiology, Department of Pediatrics. “Our team will address 

this gap through three research projects.”
 

The first project is a nurse-led intervention, one-on-one, with 16- and 

17-year-olds to make them aware of their heart anatomy, to review 

operations and procedures they've had, and to make them aware of 

how to obtain adult cardiology care. “Many just know they have a chest 

scar but don't really know exactly what was done,” says Dr. Mackie. 

The second project will see a trained nurse-interviewer speak by 

telephone with young adults (18 to 25 years) and their parents to find out 

what worked and what didn't in their transition to adult care. 

The third project will explore transitional barriers faced by physicians, 

nurses, administrative assistants, psychologists, physical therapists and 

others involved in an adolescent's care.
 

Dr. Mackie says many children born with a heart condition grow up 

mistakenly thinking they're cured, unaware of problems that can 

develop in later years, while others feel intimidated by the adult health 

care system and skip appointments.
 

“We have to prepare them for the move to the adult health care system 

— and that's a struggle for teenagers and young adults born with heart 

defects. We have found that they don't know much about their heart,” he 

says. 

Funding for the Innovative Team Research Grant Competition comes 

f rom donors  to  the Univers i ty  Hospi ta l  Foundat ion.  

“We are deeply grateful for the tremendous community support that 

made this competition possible,” says Joyce Mallman Law, President of 

the University Hospital Foundation. “This is another example of the 

power  o f  ph i l an th ropy  to  change  and  save  l ive s .”  

The Mazankowski Alberta Heart Institute/University Hospital 

Foundation Innovative Team Research Grant Competition promotes 

new research in priority areas. Through a partnership with the University 

of Alberta's Faculty of Medicine & Dentistry, proposals are reviewed by 

leading scientists from Canada and around the world before local grant 

committee evaluation.
 

“The University Hospital Foundation should be proud of their 

investment in research, as their support has helped to put the 

Mazankowski Alberta Heart Institute on the map. We are proud to 

partner with them,” says Dr. Verna Yiu, Interim Dean, Faculty of 

Medic ine  & Dent i s t ry  a t  the  Univers i ty  o f  Alber ta .  

Over 35,000 patients are treated every year at the Mazankowski Alberta 

Heart Institute. More than 1,200 open heart surgeries are performed 

annually.
 

Wardeck smiles when she talks about her future plans. “I'd like to go to 

university in Germany and become a German teacher. I'm also thinking 

about becoming a doctor, or a heart surgeon myself, so I can help others, 

like I was helped.”

Making Sure The Beat Goes On

Story and Photo by Greg Kennedy (Reprinted with permission)

New congenital heart research holds key to lifelong care

Annabell Wardeck, 16, who 
underwent heart surgery when she 
was 10 days old, helps Dr. Andrew 
Mackie get the word out about new 
congenital heart research at the 
Mazankowski Alberta Heart Institute, 
funded with $300,000 from the 
University Hospital Foundation
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I was born in August of 1987, supposedly a healthy baby girl. I was taken 

home and thrived. A few weeks after coming home I started to display some 

things that worried my parents. I was throwing up everything I ate and was 

developing a rash all over my body. My mom took me to my pediatrician 

and they told her “I was fine”. My mom knew I wasn't. Not only was I her 

second child, but she is a dietitian and had some medical knowledge. She 

took me to the pediatrician's once a week for 6 weeks, yet the doctors still 

insisted I was fine, just a mucousy baby. One morning when I was 11 weeks 

old my mom found that I was breathing very heavily and turning bluish-gray 

around my mouth. She took me to my pediatrician again and demanded a 

local hospital to admit me (back then my parents were on health insurance 

and needed a request for admittance for tests by a primary doctor). My 

pediatrician and a nurse checked me over again, and this time they heard a 

murmur so finally they agreed I needed testing done. I was rushed to the 

nearest ER where an intern, who had just learned about Congenital Heart 

Defects, knew the problem was my heart. I was taken to get a chest x-ray 

and when he came back, he said that my heart was enlarged and most of its 

right side was missing. Children's hospital was called and an ambulance 

got ready to take me. Once my mom was told what was going on, she called 

my dad who came right from work along with my grandparents. My mom 

was not allowed to ride in the ambulance due to not enough room. They 

told my parents I was in severe heart failure and they didn't know if I'd make 

it to the hospital. My parents had been thrown into every parent's worst 

nightmare!

I made it to the hospital and was stabilized. My cardiologist (the one I would 

have for the next 22 years) told my parents I have a congenital heart defect 

called Tricuspid Atresia, Hypoplastic Right Ventricle (which simply means I 

only had one working ventricle, or half a working heart) and that I had to 

have an emergency heart catheterization to allow blood to flow better. My 

cardiologist was kind and caring to my parents. I was sent home a few days 

later on a few medications and a special formula which consisted of 

concentrated Isomil with polycose added (basically formula with tons of 

calories/fat added) so I could gain weight as I needed to be at least ten 

pounds for my first open heart surgery which would be between the ages of 

3 to 6 months of age.   My mom tells me it was a grueling task to get me to 

eat and keep down all my formula. She told me it took about an hour for one 

ounce and she needed to feed me every hour with a syringe. I was still very 

sick and due to a late diagnosis, my pulmonary artery was about 3 to 4 times 

the size it should be, but could not be fixed until I was stronger. That 

pulmonary artery could have popped at any time before my first open heart 

surgery and would have killed me. If taking care of me wasn't a big enough 

task, my parents had my older brother, Ryan, to look after as well who was 

only 4½ years old and brought in germs that could make me very sick. Of 

course Ryan adored me so it was hard to keep him away from me. It wasn't 

easy for them, but they had family to help out and support them. My parents 

kept strong for me and held onto faith that I would be ok. They refused to 

accept that something might happen to me.

In early February of 1988 I had my first open heart surgery called the 

Pulmonary Artery banding. It was to help the blood flow in my heart and 

lungs until I was old enough to have a procedure called the Fontan. The 

surgery went well. Though it was successful in its purpose it didn't make it 

any easier on my parents and family. I was still a sick little baby, but my 

parents never lost hope that I would be ok! As for complications, I had one 

code blue called during my 10 day recovery because I pulled out my 

breathing tube, but after that all was well.  Soon after returning home, I got 

dangerously sick with RSV. I was taken back to Children's Hospital and 

admitted. I spent a few weeks recovering from RSV on lots of medication. 

My dad tells me my crib had a bubble thingy over it to help me breathe and 

for breathing treatments (I don't know the proper name for it). After returning 

home, everything went well and my parents and older brother adjusted. I 

was born with other medical issues, one is an eye muscle disease called 

Estropia (crossed eyes). I did patch therapy as a baby and then had my first 

eye muscle surgery at 18 months old, which was during the time in between 

my two open heart surgeries. Despite everything, I was a happy baby and 

smiled a lot! 

On November 21, 1989, my parents handed me over to the doctors for my 

second and riskiest open heart surgery, the Modified Fontan Palliation. A 

month prior, I developed a blot clot in my right leg during a heart 

catheterization – this scared my parents, and now it was time for one of the 

biggest days for them and for me. The Fontan was still a fairly new operation, 

only about 15 years old. This surgery was either going save my life, take my 

life, or have my parents looking for other options. The survival rate at that 

time was about 50-60% for my specific case, but my parents hung onto all 

positives. They had a lot of faith in the doctors and in God that I would come 

out ok, and I did - I was alive! As far as complications, I had a chest tube issue 

(they had to put it back in while my parents held me down as they didn't have 

enough nurses around at the time), a SVT/very fast heart rate scare where I 

coded, a pacemaker scare (never got one though, I'm very grateful for that) 

and I was put on a special medium chain triglyceride diet. All things 

considered, I did pretty well with recovery. I was discharged from the 

hospital exactly one month after my surgery which was four days before 

Christmas 1989. My family had every reason to celebrate. I did too! I got out 

my mom's lotion the day I got home and went to town putting it all over 

myself. I was happy and alive. What more could my parents and family 

want?

After that second surgery I was as healthy as you can be with a severe heart 

condition or “half a heart”. I had years in between the second surgery and 

any minor concerns. I went to my cardiologist once a year and was on a few 

medications, other than that I was doing great. I had another eye muscle 

surgery when I was 8, I got four stitches in my bottom lip from getting hit by a 

swing when I was 8. 

I got a little brother named Aaron when I was 11 years old and that was 

wonderful. I'd hold him as much as I could and to this day we are very close. 

When I was six my mom got me into acting classes and signed me up with 

the local family theater. I was in plays until age twelve when the family 

theatre group closed. I enjoyed being on stage and it made me feel on top of 

A concern that "heart parents" often have 

is how our children will do in the future. 

Will they be able to lead productive adult 

lives? Will their heart defects prevent them 

from doing activities or jobs that they want 

to do? In this edition, we feature the story 

of Lauren Celeskey Bednarz.

CHD and Me - Talking With Adults With CHD



the world. It is something I will always remember; even my mom was in the 

plays with me. For my parents and family to see me up on stage happy and 

alive was extremely exciting for them. I began bowling at age 5 which I 

loved and years later I ended up being on my high school girls' varsity 

bowling team. I enjoyed playing with my little brother, Aaron, as well as 

watching my older brother, Ryan's, basketball and baseball games. Both my 

brothers have always been loving and supportive to me. 

I was a pretty “normal” child and teenager in most aspects, and although I 

did have some limitations, for the most part I was a very happy child that 

loved to talk. Socially I had some trouble and got teased a lot (I was shy, had 

glasses, couldn't keep up with other kids during gym/recess and was not 

allowed to play contact sports), but I did end up making a friend or two 

which is all I really needed to be happy. Even in tough times I tried to have a 

positive outlook and have a smile on my face. My parents were open and 

honest about my heart my whole life, even when I was young. They always 

explained things to me in age appropriate ways and only what I needed to 

know. My mom would tell me to listen to my body, if I was tired in an activity 

then stop, or if I didn't feel right then tell someone right away. By age 10, I 

knew the name of my heart condition, the surgeries I'd had, what 

medications I took, etc, but I did not know the seriousness of it. My parents 

always supported me and let me know how special I was and said that God 

had big plans for me.  They never let me give up on things and gave me a 

pretty “normal” childhood. I'm thankful for that!

At age 14 I was diagnosed with yet another medical issue, scoliosis or Spina 

Bifida Scoliosis meaning I was born with a mild form of Spina Bifida (an extra 

vertebrae in my back and hips not aligned) that caused mild to moderate 

scoliosis of my back. My back is monitored, but because of my heart not 

much can be done. I can get bad back pain, but it something I live with and I 

try not to have it get in the way of living my life.

It wasn't until the summer I turned 16 that my health changed. I broke out 

into hives all over my body for no reason early one morning and I was so 

scared. I remember going from doctor to doctor and even my cardiologist, 

getting my blood taken, getting my heart looked at, everything to find out 

what was wrong. I was in so much pain because the hives were on my joints 

too and it was hard to move. Finally, after three months of steroids, being off 

my heart medications, and being watched 24/7 the hives went away and to 

this day no one has a clue what happened. From then on, I realized that 

anything can happen and I was so grateful and blessed for what I have. I held 

onto my faith in God, but there were times I questioned everything (and I still 

do sometimes), but I try to find peace. Since then life has not been easy for 

me, but it certainly can be worse and I don't take a thing for granted.

I was diagnosed with exercise and stress induced Supera Ventricular 

Tachycardia (SVT's, or a very fast heart rate) when I was 18. I'm on a low 

dose beta-blocker for that which calms the vessels in my heart so it doesn't 

race. When I first got the symptoms of the SVT's it was scary for me. I had 

night sweats, bad chest pain, struggled to breathe, and found it harder to do 

daily activities. I didn't even tell my parents right away, but I know now that I 

should ALWAYS tell someone if something isn't right. Somehow it was hard 

for me to accept that something could be wrong. Since starting beta-

blockers, I have been SO much better, but I still struggle with on and off chest 

pain. It can get frustrating, but I deal with it the best way I can. I had my third 

eye surgery in July of 2008 and all went well. A year ago, I've also been 

diagnosed with muscle spasms, mostly on the left side of my body, which is 

usually stress or anxiety induced. Since 2010, I've also been having issues 

with weird heart beats and some minor heart rate issues. I wore a 30 day 

heart monitor in September 2011 and we are going from there, but I'm still 

doing well and living life.

Every day I have little reminders that I have a CHD; from my scars to my 

medications to my on and off pain to getting tired easily. They remind me 

that each day is a blessing and I'm grateful to be alive. These reminders also 

keep fear with me, fear of the unknown and worry, things that are so hard to 

push completely out of my mind. This CHD has impacted my personality in 

many ways. My CHD has helped in my very emotional personality, my 

stubbornness, my bluntness about things, my kindness, and my care for 

others. It has taught me to be more understanding of people around me, has 

taught me not to take life for granted, to love the people you care about with 

all you heart, and to enjoy the simple things in life. It has given me a 

motivation to help others and to always have faith. I'm thankful for my life; 

I've been very blessed in so many ways. I have two amazing parents who 

have done SO much for me over the years to bring me to this point in my life.  

They fought so hard to get me here healthy and happy. For that I will always 

be eternally grateful to my parents, I love them SO VERY much!! I also have a 

wonderful family including two grandparents, two brothers, and a niece 

who I love dearly. I also have an amazing husband, Christopher, whom I love 

so much! I have big plans for my future and though I have a tendency to think 

negatively, I've been trying my hardest to think more positively.

In December 2011, I graduated college with a Bachelor's degree in 

Psychology and I'm SO proud of myself! I finished college just a day after 

getting married to my loving, amazing, and supportive fiancé, Christopher. 

We had just a small courthouse wedding with no rings as we were tight on 

money, but it is the marriage and love that is important. We celebrated our 

one month wedding anniversary January, 21, 2012 and are so much in love. 

Chris is my best friend and the most supportive person ever. He accepts me 

for who I am and not my heart condition, he is always by my side through 

anything. I'm very lucky and grateful to have him!

At the end of December 2011, after graduating college and getting married, 

we moved from Michigan to California for a job that Chris got. We are finally 

settled in and doing well.  I plan on becoming a Child Life Specialist one 

day. In my spare time I hang out with my husband, write, play video games 

with my husband, watch movies, be with family, and help out in the CHD 

Community. I hope to have kid(s). I also hope to one day write and publish 

my own book. Until then I will keep spreading CHD Awareness and telling 

my story!! I have LOTS of Hope that ONE DAY CHDs will be more 

publicized and researched so that more children will be saved!! My CHD 

will never go away, but I will take what I can from it and keep living my life to 

the fullest with lots of smiles, laughs, love, and special memories. I try not to 

let me CHD define me because I'm so much more than a CHD. I LOVE my 

life and I consider my mended heart a gift!

Blog: www.laurensheart.blogspot.com
E-mail: lceleskey87@gmail.com 

CHD and Me - Talking With Adults With CHD
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Transplant Corner
This section of the newsletter is still unnamed and we need your help!  Can your child think of a good name for it?  Please send 

your ideas to Kelly Webber at kelly.webber@albertahealthservices.ca.

The David Foster Foundation (DFF) came for a visit to the Alberta Children's Hospital on April 4, 2012.  The David Foster Foundation provides financial 
support for non-medical expenses incurred by eligible families of children needing organ transplant in Canada.  DFF is visiting many hospital sites that 
offer organ transplant services.  They are visiting the different sites in order to meet, face to face, the transplant teams that are making the referrals to the 
foundation.  They also met and videotaped interviews with a few transplant families.  Their visit left us with information about their new guidelines for 
funding and it has challenged thoughts of better education around organ donation and registration.

For more information on the David Foster Foundation, please go to www.davidfosterfoundation.com.  DFF has also embarked on a campaign to help bring 
awareness and education around the critical shortage of organ donors in Canada.  They have developed a website called daysinwait.com.  The website will 
enable Canadians touched by organ donation to share their stories of hope, support and inspiration.  The site will also be a place where people can research 
information, ask questions or register to be an organ donor.  If you have a story, please share it on daysinwait.com.

   A Wish Granted for Cole Derkson 
Cole Derkson was born with cardiomyopathy and suffered a devastating heart attack while at school 
in 2010.  He spent the next 15 months in Edmonton on the Berlin Heart awaiting a heart transplant. 
The heart attack affected many of Cole's motor skills and he now uses a wheelchair to get around and 
a g-tube for nutrition and medications.  He is making big strides in his recovery and can now sit up, 
play video games and communicate using an Echo computer.
  
Children's Wish Foundation granted Cole, who is now 13 years old, his wish to return to 
Disneyworld with his family.  Having been before, he knew this was the perfect place to go.  So on 
March 19th, along with his parents and two brothers, Cole flew to Orlando and stayed at Give Kids 
the World.  Below is a letter written by Cole's mother Vicky Derkson.
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To the Children's Wish Foundation

From the Derkson Family

I just wanted to thank you for a wonderful trip.  Give the Kids the World is a fabulous place to 

stay, my boys smiled all week.

When we arrived at the Orlando airport we were greeted by a volunteer holding up a sign with 

Cole Derkson to help us with our luggage and to show us where the rental vehicle was. This was 

great as we were travelling all day and night and it was nice to see a smiling face to help us out.  

Then we arrived at Give the Kids the World and the awesome experience continued on.  I 

remember driving to the village and either Kyle or Christopher said “Can we stay up late?” and I 

said “Didn't I tell you there are no rules in Disneyworld?”. Well smiles from ear to ear!  Once we 

arrived at Give The Kids the World, someone took us to our villa and explained a few details. The 

next morning at 9:00 am I had to go for orientation to get the information package of the place 

and also all the tickets to the various parks. 

Every day was a new and exciting experience - to get up and go to one of the places - either  

Magic Kingdom, Animal Kingdom, Hollywood, Sea World or Universal.  I was thinking the day 

would be over but no, as there was always something going on at Give the Kids the World. “They 

sure do give the kids the world”.  There would be gifts in the room every day for my boys, board 

games, puzzles, stuffed animals, you name it. I had to buy another suitcase just to bring 

everything home.  Every evening they had something going on - Village Idol, Princess and Pirates 

Night, Pool Parties with Dancing and Singing, and more gifts, Christmas night with Santa and 

more gifts, Horse back riding, characters walking around each morning, Goofy, Mickey, Minnie.  

Let's not forget Mayor Clayton who was this giant rabbit that came and tucked the boys into bed 

which of course got them more riled up then anything too much fun!  Even though there were a 

lot of sick kids you would have never known it as they all had smiles on their faces all week.  They 

gave Cole a star that he has up in the tower in one of the villages with his name on it.  They had an 

ice cream store. Well, when I told the kids that they could have ice cream all day long even for 

breakfast, they did.  Especially Kyle, he is my ice cream monster and I don't think I ever saw him 

walking around the village with out a cone or banana split in his hand. There was miniature golf, 

fishing - Cole caught a clam, Kyle got a fish - An arcade for the kids to play in.  I can't even think 

of one thing the kids didn't do.

Also there are 1500 volunteers a week that help run Give the Kids the World, which is amazing 

that so many people would volunteer their time.

After spending 15 months in the hospital with Cole – it was a true blessing to see my kids this happy!

Thank you so much for the wonderful gift and so many memories that we will cherish for years to 

come.

Vicky Derkson and family

Canadian Transplant 
Games are coming to 
Calgary this July!

The Canadian  Transp lant  
Association and its programs 
have been changing lives and 
giving the gift of life to thousands 
of Canadians for over 25 years. 
One of the initiatives it engages 
in is the Canadian Transplant 
Games: Olympic style games 
geared and tailored to Organ 
Transplant recipients. Calgary 
has the honour of hosting the 6th 
Bi-Annual Games from July 16 – 
22, 2012. There are sports of 
varying intensity: badminton, 
swimming, track and field, 
tennis, etc. These week long 
games encourage transplant 
recipients to live the new life they 
have been given because of 
someone else's courage and 
ultimate generosity. For more 
information on how to register or 
how to become a volunteer, 
check out  their website at 
w w w . o r g a n - d o n a t i o n -
works.org

Save the Date
The second annual  Heart  
Transplant Family Camp will be 
held September 28th-30th at 
Camp Evergreen in Sundre, 
Alberta.  More information will be 
sent to famil ies with the 
registration details, so watch your 
mail!
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My brother suffered from a severe 

form of Tetralogy of Fallot to the point 

of a completely missing artery. This 

was a congenital heart defect. My 

brother came into this world in a small 

town hospital located in High Level, 

Alberta seemingly healthy and 

normal. He was born at 11:14pm on 

March 29th, 1988 at 8lbs 9oz and was 

20 inches in length. Tyler was given 

Apgar scores of 9/10 at birth and 10/10 

five minutes later. It was a healthy, 

natural birth with an excited mother, 

father, sister and brother. He was loved 

and wanted. Unfortunately, after a short few hours of holding and cuddling 

him, he turned blue. The nurses moved him to an incubator to receive extra 

oxygen which worked well until they took him out the following morning. 

He once again turned blue. Understanding this to be an emergency situation 

and the hospital, being unable to handle it, immediately sent my mother and 

brother by Lear jet to the University of Alberta Hospital in Edmonton. The 

Doctors and Nurses completely surrounding Tyler lined him up for a battery 

of tests to find the cause of his blueness. Surgery was needed almost 

immediately. 

My father, unable to find an immediate flight to Edmonton, lucked out 

grabbing a ride from a friend. He arrived at the hospital at 3am the next 

morning. The tubes coming from Tyler's heart were mixed up and missing. 

The easiest way to put it is that one of the valves was missing not allowing 

oxygen to flow to the lungs and there was a hole allowing blood to go where 

it shouldn't be going. The surgeons had to bypass the artery to supply oxygen 

to his lungs. A shunt was inserted to connect another artery. It was a few days 

before my parents could hold him again. He recovered rapidly, eating well 

and growing well. Things seemed to be looking a lot better. The doctors had 

told my parents that Tyler shouldn't need another surgery until he was at 

least the age of two but they would prefer to wait until he was around four 

years old.

Constant trips to Edmonton from High Level were needed to make sure that 

my brother was doing well. The financial strain was a lot to bear and my 

family was lucky enough to move to Calgary where they had a Cardiologist 

that could oversee their care. They took oxygen saturation tests to make sure 

his heart was pumping enough oxygen to his body. Tyler's oxygen eventually 

fell and he was soon going to need surgery at only 11 months of age. He 

didn't make it until he was two. They booked him in and off he went to 

Edmonton where they had to put in a new shunt. Tyler would wake up in 

pain and the nurses would have to give him more morphine to settle him 

down. Everything hurt and his chest was congested as he still was not getting 

a very good oxygen supply to his lungs. My mother was taught Chest 

Physiotherapy so they could send him home and she could continue 

working with his lungs. Home is and always will be the better place to be 

when you're sick.

Tyler lived as normal a life as he could. Had the chicken pox and weathered 

that ok. We did however have to be VERY careful around any chest colds or 

viruses. Tyler was excited about the smallest things like the leaves in autumn 

and the snow that fell in the winter. He was enthusiastic and played hard. 

Nothing would stop him from living life! You would not often find him inside 

the house but outside riding his bicycle or playing with his basketball. But in 

August of 1990, at the age of 2 ½, he slowly stopped playing outside and 

moved himself inside in front of the TV or playing something more energy 

efficient like Lego or cars. Although he played hard at the simpler tasks it 

would look as if it were such a normal thing for a child to do. But as a mother 

you know more than what another person would see and my mother saw 

him struggle. His surgery would be coming up soon and he needed it. He 

was booked in for December 14, 1990 but luckily they were able to move it 

up to the 11th of December.

A supposed routine surgery became a very complicated surgery. Many 

complications arose and Tyler went into surgery 4 times in a 3 day period. 

They had a hard time stabilizing my brother and had to give him large 

dosages of medication to keep his heart working properly. It was too much 

medication for his body. My brother's heart was too tired to continue 

working for itself. The blood was backing up into itself creating a lot of 

pressure. The valves were leaking. His heart was beat up. At one point he 

started to literally bleed to death in the PICU (paediatric intensive care unit). 

The surgeon had to pull the curtains closed and open him up on the spot as 

he was too fragile to move to an operating room. They had left his sternum 

open to try and relieve pressure but this was a blessing as it became an easy 

access for the surgeries that followed. He was put on a heart and lung 

machine (cardiopulmonary bypass) and was on it for almost 48 hours. They 

had to take him off of it and it was a heart stopping moment. Would he make 

it? Would his heart take over and do the work it needed to do? Or would he 

die?

He survived! Barely.

A couple of days later after this whole fiasco they had to take him back to 

surgery to get his sternum wired shut. This produced a lot of anxiety in my 

parents, as you can imagine. They paced the floors until Tyler was safely 

back in the PICU. December 18th was the day they took Tyler off of the 

kidney dialysis machine. The next day they removed the chest tubes that 

were used for drainage after a surgery. On the 20th they removed the 

respirator that had helped Tyler breathe. Every little bit of progress was a 

miracle. However it wasn't long until he had to go back on the respirator. 

For My Brother, Tyler Purnell!
By Cherie Bourne 



Tyler was just too weak. The next few days my brother went through 

withdrawals from all of the medications he had been given. He was shaky 

and had a constant need to be held. Tyler looked anorexic, he was so thin. 

My parents often had to fight the nurses just to hold Tyler. On the 27th they 

finally took him off of the respirator. All my brother wanted to do at that point 

was drink water.

I remember spending my Christmas there at the Ronald McDonald House in 

Edmonton. My Grandmother was there and we would take a taxi to the 

hospital. The Ronald McDonald House was very good to me and my family 

and the people there became family to us. I eventually had to go home but 

my brother stayed for quite some time there in the hospital.

Unfortunately, three days after removing the respirator on December 30th 

they once again had Tyler back on it. January 2nd marked the day his 

creatinine levels started to go up (Creatinine is what your kidneys put out 

when they start to shut down). Tyler went through some more bad luck and 

got a fungal infection in his lungs and urine. They started him on more 

medications to clear that up. Eventually the creatinine lowered, the fungal 

infection left and his liver got better after being a bit jaundiced throughout 

this whole ordeal. After dealing with a collapsed lung, high temperatures, 

diarrhoea, loss of appetite, feeding tubes, fluid in his lungs, and leaky valves 

Tyler had to re-enter the operating room on February 8th. They repaired a 

bunch of holes and replaced valves. My brother sailed through this surgery 

and relieved a lot of people's anxiety. Tyler had to go on blood thinners from 

that point on and would not be allowed to play in any type of contact sport in 

fear of bleeding to death. February 10th they closed his sternum again 

without complications. Another surgery took place on the 11th to stop some 

blood that was getting into Tyler's lungs. They were successful. My brother 

was on restricted fluid intake and he sucked on wet washcloths to try and 

satisfy his thirst. He was soon transferred to the Children's Hospital in 

Calgary where he recovered and was eventually sent home. He was put on 

oxygen and sent home with a large tank.

It had been traumatic and I remember my mother telling me that during the 

surgeries they had to come to a realization that this might be it. That this 

might be the end and they, at that moment, started to plan his funeral. This is 

a very real issue that families face on a daily basis. These families struggle 

with the constant fear that this day, THIS DAY might be the last! Funerals are 

planned and tears are shed. Heart Beats provided much comfort and support 

to us through these very trying times in our lives. My brother pulled through 

it all at that time. They eventually gave him a pacemaker as his heart beat had 

become irregular. 

One fond memory that I have is that during the whole ordeal in December 

he developed a love of ketchup. Tyler wanted ketchup on EVERYTHING 

including his pancakes. He would eat it straight out of the packets. Even 

though the surgery had slowed him down SO much on a physical level he 

stayed above and beyond his peers mentally. He had a love of dinosaurs but 

most of all the Teenage Mutant Ninja Turtles! I remember him jumping up 

and down with his Nintendo, panting, his long hose of oxygen running 

throughout the house. I used to walk him to school every day and I knew his 

passion for life was completely out of this world. He had a talent with 

playing the violin. My mother still has his violin encased in a box in the 

basement.

Other issues arose over the next few years 

such as continuous respiratory and ear 

infections. He was put on a breathing 

apparatus for his respiratory infections a 

couple of times a day. I remember the 

machine blowing cold steam into Tyler's 

face. Nothing ever really stopped him 

much. He got tired quickly and more easily 

than others but it was never a complaint in 

his life. He loved having my mother sing 

some special songs to him such as 'You are 

my SONshine' or 'Hush Little Baby' 

reworded just for him.

November 1994. My brother Tyler was now 6 years old. Another surgery 

scheduled. This surgery was to be performed on the 29th at the end of the 

month. The government had only given our family two tickets to fly out to 

Toronto, one for the patient and one for the caregiver. Due to financial strain 

that most terminally ill diseases put on families we were none the luckier. 

Thankful for the support of Heart Beats my father was able to get a ticket out 

to Toronto but me, my younger brother and sister were all unable to go. The 

Ronald McDonald House there tended to cater more towards the cancer 

patients and they did not allow siblings or extra family members into the 

house due to the extra exposure of illnesses. I understand that now. Back 

For My Brother, Tyler Purnell!
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Hush little Tyler don't you cry
Mama's gonna sing you a lullaby
If that lullaby doesn't work
Mama's gonna read you a story book
If that story book should tear
Mama's gonna give you your Teddy Bear
If that Teddy Bear's too rough
Mama's gonna hug you 'til you've had enough
If that huggin' goes on too long
Mama's gonna sing you another song
If that song gets too hard to sing
Mama's gonna put you in your baby swing
If that swing won't go anywhere
Mama's gonna rock you in the rockin' chair
If that rockin' chair falls down
You'll still be the sweetest little boy in town.

Tyler`s Lullabye



then I was devastated to have been left at home with a family friend and 

unable to be with my brother during such a major event. My mother had 

given us a day to be with just Tyler before he had left though and I am truly 

grateful for that as it was my last moments with him.

My mother flew out a few days ahead of my father. Tyler was able to go see 

the captain of the plane and was so very excited to be riding one. He kept 

saying “cool” to just about everything. My father caught up to them a couple 

of day later after settling me and my siblings in. Tyler found a Nintendo as 

most boys his age have the amazing psychic ability to do. He was excited 

and anxious to be able to play with Daddy when he arrived. The three of 

them went to see the Hockey Hall of Fame and Tyler enjoyed playing hockey 

safely with a TV. My mother said that was one of her favourite moments 

watching Dad lifting Tyler off the ground and helping stop the pucks from 

entering the digital net. Side to side my Dad would whip my brother's hands 

about, Tyler laughing, smiling and enjoying the wonderful moment. Soon 

after that they left to see Niagara Falls. It was cold so they tried not to spend 

too much time there as Tyler had a difficult time with his weak heart to pump 

appropriate amounts of blood to warm his little body. Tyler was exhausted 

and ready to go home. He got tired a lot more easily leading up to this 

surgery.

November 27th was the day Tyler was admitted to the hospital and once 

again he found a Nintendo. When he was allowed to play, he and Dad 

would take advantage of it. Mom took him to the playroom for awhile where 

he made her an 'artistic masterpiece' made from an egg carton, cup and 

empty toilet paper roll. My mother has kept it with some flowers Tyler's 

girlfriend brought to the funeral. That night my brother kept the nurses busy 

visiting and talking for half the night. He was the friendliest little boy who 

had an amazing way of making everyone fall in love with him. On the 28th 

the cardiologist did a heart catheterization to assess what was going on 

before the surgery happened. The cardiologist sat my parents down to 

discuss all the issues that needed to be fixed. My brother's heart was in worse 

shape than originally thought or even what Tyler led my parents to believe. 

The tricuspid valve was definitely too small and leaking badly. There was a 

moderate hole in the Ventricular Septal Defect (VSD) patch behind the valve 

and conduit. The pulmonary conduit had narrowed greatly and the valve 

was leaking as well. The pulmonary artery branches to the lungs had also 

narrowed with the left one being worse. There was also the Atrial Septal 

Defect (ASD) left from the last surgery that had not gotten smaller. This 

surgery would be the riskiest surgery yet. The doctor spent a great deal of 

time talking and explaining the risks involved. He wanted to make sure my 

parents were all right. Toronto at that time had the best cardiac facility in 

North America at the Hospital for Sick Children and the doctor that would 

be performing the surgery was one of the best in the world.

The morning of the surgery my brother was originally supposed to be the 

2nd case and go in at 10:00am. My parents had planned to spend that 

morning with Tyler. When they had gotten up that morning they received a 

phone call telling them that the surgery had been moved up to 9:00am. They 

had to hurry. Tyler and Dad played Nintendo while my mother washed him. 

Then my mother made him play his violin one more time. Of course it made 

my brother angry because he wanted to play Nintendo not practice his 

violin! The nurses came for him at 8:30. They headed down to the surgical 

waiting area where once again Tyler found another Nintendo. The 

anaesthetist put the anaesthesia in the IV as Tyler played away. Tyler refused 

to quit playing and was on the same gaming screen 3 or 4 times. At one point 

he said "Whoa! There are two of em!" They eventually had to take away the 

paddles because he wouldn't put them down. Tyler was upset and said "I just 

wanna play Nintendo". My mother's response when writing this was 'I just 

wanted you to play Nintendo too'.

Surgery lasted 9 hours. The last two hours were spent trying to get the 

bleeding under control. The blood thinners Tyler was on were taking their 

toll. Once the surgery was over the doctor came to see them. They were 

informed that if the bleeding would stop, the next 24 hours would be the 

critical stage. The doctor was able to repair everything! A pig valve was used 

for the tricuspid and they upped the size. There would be no more need for 

blood thinners! How exciting! My parents had to wait 45 minutes before 

they could go see Tyler but they only stayed for 10 minutes as the nurses still 

needed to clean my brother up from his surgery. Tyler was on very little 

medication which was a good sign. The bleeding slowed considerably. The 

only issue at that point was some high blood pressure which wasn't too bad. 

My parents took that time to call friends and family.

I remember getting that call around supper time. I was so excited and 

jumped up and down for joy. My brother joined in with me. I felt so much 

peace and gratitude at that point and felt for sure that everything was going 

to be alright. It wasn't. Things changed drastically and more so for my 

parents than I could have imagined at that point in my young mind. My 

parents went back to my brother's bedside at about 7:30pm or so. They 

stayed about 20 minutes. My dad asked his questions and they kissed and 

stroked my brother's hair. My father went to lay down outside and my 

mother pulled out one of her novels. The nurse was busily suctioning Tyler to 

make sure that his blood pressure would lower. What could be more normal 

for them at that point? My mother had only gotten 5 minutes into her book 

when Tyler's blood pressure came crashing down! The surgeon and an 

intensive care worker came and pushed my mother out. Tyler was on a 

paralyzing drug, which my mother hated, so they weren't sure if Tyler ever 

came to. My mother found my father and told him what was happening. 

They sat out in the hallway listening to the chatter and laughter from the 

other people around them. Could you have withstood that? My mother 

couldn't handle it. Her sobbing attracted a nurse who showed pity on them, 

ushering them into a room off to the side. My mother went on to call her own 

mother in this tragic time, crying into the phone 'My baby is dying!" Forty 

minutes they worked on my brother. After a decision of not using the heart 

and lung machine again they pronounced him dead. My parents were 

grateful that they chose not to use that machine again. While replacing one 

of the valves there was so much scar tissue that in stitching the new valve in 

the surgeon stitched through part of an artery that supplied blood to the back 

muscle of the heart. This decreased the blood supply from getting to that part 

of the muscle and eventually the heart quit working.

My parents had the hardest job. They had to re-call everyone now and 

inform them that Tyler had passed away. I remember that call so very clearly 

in my mind, my parents telling me that he had died. It wouldn't register in my 

mind. 'No, no he can't be dead. He was alright. He had made it!' I cried for 

not even a minute when the pain of it became too unbearable to hold. I shut 
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it off. I shut down my emotions. My brother, at the age of nine, wept and my 

sister, at the age of 3, was too small to comprehend it all.

My parents chose to donate my brother's eyes so that they could give 

another child the ability to see. They had already packed his belongings 

earlier so there was no need for that. The nurses took my parents to another 

room where Tyler lay on a stretcher wrapped tight in a blanket. An excerpt 

from my mother's journal read 'I couldn't believe how tall you were. You 

were so cold and stiff. Your eyes were half open like they were when you 

slept. You were gone. I held an empty body. My little boy was gone.'

There was not much sleep to be had that night. The arrangements were made 

to bring Tyler's body back home and my parents soon left. They had to get 

back to comfort their other three children. My mother felt such an 

overwhelming need to see her children as soon as possible. My siblings and I 

had wanted so badly to be with Tyler. We were always with him from the 

very beginning. It was something my parents always made a point of doing 

as we were a family.

The funeral was held on December 3rd, 1994. A simple coffin with satin 

lining. A teddy bear heart shaped floral arrangement. Tyler loved teddy 

bears. The service was full of music and songs. I remember the chapel being 

so full it almost burst at its seams. I always wondered how such a small boy 

could make such an impact on so many people. I honestly hope that I will 

make even half the dent he has made on the amount of people he did in only 

the short 6 years of his life here.

Our Family is very honoured to have had Tyler in our family. We 

remembered his birthday the following year with a big food fight in our 

kitchen. I slipped and slid on that floor winging whip cream pies and 

noodles at my family. It was a ton of fun. Even after 16 years after his passing 

every one of us takes a moment to remember him. His laughter and his 

hoarse screams. His smile and the dinosaurs, bears and Nintendos he loved 

so much. I will forever try to keep his memory alive.

   

     Share Your Story

We invite you to share your experience with congenital heart disease with us. 

We want to hear from parents, and from children and teenagers who 

themselves have a CHD. Your story may provide the encouragement and 

support someone else needs! For assistance in preparing your story, or to 

submit your story, contact the Newsletter Coordinator at 

jenb@heartbeats.ca

For My Brother, Tyler Purnell
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Grandparents 
                Corner
A child with CHD affects not only the immediate family, but the 

extended family as well. As a grandparent, your experience is 

unique. Not only are you concerned about your grandchild's 

condition, but you worry how your own child is coping with the 

challenges of parenting a child with CHD. Here is the story of one 

such grandparent.

A Story of Isabelle Wiebe 

as seen through the eyes of Grandparents

Awakened by the phone at about 6:45 am, I heard our daughter, 

Patty, on the other end say she was going into labor and was headed 

for the hospital.  This meant taking action fast.  My husband, Alan, 

said, “You get ready, pack your suitcase; I will get on the phone and 

make flight arrangements”.  Our daughter and son-in-law, Colin, 

along with their one and a half year old daughter, Janelle, were living 

in Vancouver at the time.  Flight reservations were adjusted 

immediately as I was previously scheduled to fly out about ten days 

later on Patty's expected due date for delivery.  About 10:30 am, May 

11, 2001, I was on the way to the Edmonton International Airport en 

route to Vancouver. That day, our special little granddaughter, 

Isabelle, arrived.  

At the time, as grandparents, we did not fully understand nor were 

we prepared for what we would be facing in the coming weeks.  Our 

little granddaughter was born with 'hypoplastic left heart syndrome' 

(the left side of her heart was not functioning).  It was apparent at 

birth that Isabelle's condition was critical, and after consultation 

with the medical team the following day, Isabelle was immediately 

transported via air ambulance to the Edmonton Stollery Children's 

Hospital.  Not only was it necessary to have Isabelle in the care of an 

advanced medical children's hospital, but being in Edmonton made 

it more accessible for Patty, Colin and Janelle to stay at our home in 

Spruce Grove where we could help take care of Janelle while giving 

Patty and Colin unlimited time in the hospital with Isabelle.  In spite 

of being put on life support, with a mass of tubes attached to nearly 

every part of her body, leading to an array of monitors above her 

bedside, Isabelle's prognosis for survival became intensely more 

critical.   After a few days, she was put on a waiting list to receive a 

heart transplant.  How I wanted my granddaughter to live, but how 

could I pray for a donor heart to become available, knowing this 

meant some other grandparent would be grieving the loss of their 

grandchild? After waiting for several days with no result, a decision 

was made between surgeon and parents that Isabelle would undergo 

surgery, the first of the three required, known as the 'Norwood 

procedure'.    

Following surgery, though at first her improvement was more of a 

roller coaster, Isabelle gradually gained strength.  She remained in 

the Stollery Children's Hospital in Edmonton for two months and 

was then transferred to the Calgary hospital for a short period of time.  

Continued on the following page.
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This was an intense time for the whole family, and especially for Patty and Colin as we saw them becoming emotionally and physically drained as the days 

wore on.  As grandparents, we too experienced times of deep anxiety.  There was the night I went to visit Isabelle, prior to her surgery.  I looked down on 

her tiny little body surrounded with tubes and monitors, lying on a jelled foam pad with a heat lamp above her, draped with only a diaper, and not being 

able to touch her for fear of stimulating any sensitivity within her that might risk further serious complications.  I was thinking, “What if Isabelle didn't 

make it?  I would never have had the opportunity of holding my granddaughter, much less, being able to give her a kiss.”  The nurse beside her bedside 

seemed to sense my struggle, and as I told her what I was struggling with she said “Go ahead and touch her”, which I did ever so gently.  And there was the 

night during that first week when Alan came home from a short stay at the hospital with Isabelle.  Becoming very restless and uneasy he said, “I have to go 

back to the hospital” and then went back and stayed by her side until early morning.  During those two months both Alan and I took every opportunity our 

schedules would allow to visit Isabelle, not only because we felt a drawing to be there with her, but also to give Patty and Colin some time for retrieval and 

rest.  

Ten days after arriving at the hospital, Isabelle was scheduled for her first surgery.  As we were going through this time of great anxiety, we were 

overwhelmed at the support of family and friends as they called assuring us of not only their prayers, but also getting their prayer chains involved.  

Isabelle's condition was very critical and knowing surgery was the only alternative, we struggled with the question “Would Isabelle's tiny, frail body 

survive the surgery?” On the day of her surgery I made arrangements for a quick early morning visit to the hospital.  As I was driving back home, a thirty 

minute drive, being captivated by the early morning sunrise, a verse of Scripture kept running through my mind, Psalm 118:24, “This is the day the Lord 

has made; let us rejoice and be glad in it.”  “How strange”, I thought. “How can I rejoice, when I don't even know what the outcome of this day will bring?”  

Little did I know at that moment the extent of the rejoicing that was ours as we have observed the blossoming of Isabelle's life over the past eleven years.   

From the very beginning, we could sense Isabelle's determination and tenacity.  She was a little trooper, and we could gradually see progress in her 

recovery as days and weeks progressed.  I vividly recall one particular afternoon, about five weeks after Isabelle's surgery, Patty coming home from the 

hospital saying, “I think you will be able to hold Isabelle for a short duration today.”  Excited and wasting no time, Alan and I drove to the hospital to hold 

our little granddaughter for the very first time.  Sitting in a rocking chair beside her little bedside, the nurse picked her up with tubes attached, and gently 

lowered her into my arms.  What a very precious moment that was.  Next it was grandpa's turn to hold her for a few brief moments.  Though we were 

keenly aware of the emotional bonding that was developing with our little granddaughter, being able to hold her in our arms for the first time was the 

beginning of the physical bonding with her.

Recalling these earlier days of Isabelle's hospital stay, we are grateful to have had the opportunity of having Patty, Colin and Janelle stay with us, to lend our 

support and strength to them in some small way during this time.  Was it a time of anxiety for us as grandparents? Yes, and at times I felt ill prepared in my 

desire to be a source of strength and support.   As we rallied together we learned to appreciate the strengths and weaknesses of one another, and to be there 

for each other when the clouds hung low around us, and then in time, see the sun shining again over the horizon.

And now, eleven years later, I am reminded over and over again, “This is the day the Lord has made, let us rejoice and be glad in it”.   I am constantly 

amazed as I see Isabelle so full of life and energy and determination.  When she was a year old, as a result of a minor incident, she found herself with a 

broken leg.  She did not see this as an obstacle, but determinedly made the adjustment on her other foot while  walking around, crawling up and down the 

stairs, unconcerned with the awkwardness of a cast.   The day of her discharge from the hospital after her third surgery at four years of age,   Isabelle was 

again ready to face the challenges ahead of her.  Later that afternoon, in the familiar surroundings of her home again, she was seen riding her little tricycle 

up and down the street, unconcerned about having her drainage tubes still attached.  And now, seeing pictures of her climbing up a climbing wall, 

participating in children's triathlons, swimming, skiing, badminton, and more recently playing the drums, I am overwhelmed with gratitude.   At times I 

silently look at her with amazement as I see a miracle of God performed through answered prayers, together with the help of very competent physicians, 

and the loving care of parents and supporting family.

A Story of Isabelle Wiebe as seen through the eyes of Grandparents

(left to right) Janelle, Grandpa, Grandma, and Isabelle on a recent trip to Israel

Are you the grandparent to a child with CHD? If so, we would like to 

hear from you! Please submit your story to jenb@heartbeats.ca to 

share your unique perspective with our readers.
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In this section of the newsletter, we invite you to share your expertise. As a parent of a child with 
heart disease, you have learned a lot! Share with us the books, websites and other resources you have 
found valuable on your journey. Whether your child is a baby, teen or somewhere in-between, we all 
have things that have made our days a little easier–so let's share these ideas with each other!

Parenting A Heart Child 
         By Cindy Castillo

I have a confession to make. I despise brushing my kids' teeth. I can't stand the smell of the toothpaste - once 
they chose a watermelon flavoured one that made me cringe every time I smelled it. I only stayed with it until 
its sticky end because I am so frugal. And I don't understand why they always think of something really, really 
important to tell me right when I'm in the middle of the whole process and toothpaste comes flying out at me 
as they excitedly try and talk. I don't like it when my hand slips and I braise their gums, because I know that 
hurts. 

But the biggest reason I don't like doing it is that magic pink concoction that they smear on their teeth when 
they go to the dentist. There, in neon pink, flashes in front of me all of the places I missed brushing, all of the 
“sugar bugs” that I didn't get to, all of the potential cavities. When I am brushing it comes back to haunt me 
and I usually end up scrubbing more than I probably should. 

I must admit that with daughter number one, heart healthy, I didn't worry so much about what I was missing. 
But when Alexa came along it seemed like since day one we were told over and over again about the 
importance of keeping her teeth healthy. In the mayhem of heart surgeries, medications, new medical words, 
etc, it is often difficult to remember any other body part besides the heart. So here is a reminder of why we 
have to keep our heart kids' teeth healthy (all information taken from Heart and Soul, published by the Heart 
and Stroke Foundation)

The most important thing that we have to worry about is bacterial endocarditis. Bacterial endocarditis is a 
dangerous infection that causes inflammation of the endocardium, the lining of the inside of the heart 
chambers. It is not a common bacteria and is found in the mouth, urinary tract, and digestive tract. If there is 
an open wound or bleeding in these areas, the bacteria can move into the blood and then travel to the heart. 
Some types of CHD more than others cause children to be more at risk for this because their blood flow is 
more turbulent. It is, therefore, very important to keep our children's teeth brushed and flossed. Also, some 
kids need to take antibiotics before going to the dentist to prevent this type of infection. Your child's 
cardiologist will tell you whether or not this is necessary for your child. 

There are other things to consider as well. Many medications contain sugar so that children will take them 
more readily. This sugar can settle on teeth and cause cavities. It is important to always try to give medications 
before teeth brushing. Other medications, such as Lasix, can cause a decrease in saliva which causes plaque 
build up.

It is also important to remember that we have to reinforce oral care into adulthood. Yvonne Balon, RN BN 
MN, Nurse Clinician at the Adult Congenital Heart Clinic, stresses that we have to encourage our children not 
only to continue with good dental hygiene as adults, but also to ensure they have adequate dental insurance 
to continue seeing a dentist regularly. 

I know it's not as easy as it seems. I know it's not always the most pleasant thing to do with your children. I 
know that with all we have to think about regarding hospital stays and heart health it is difficult to think of 
teeth. And I know that dentists are expensive, but it is essential to keep up with good dental hygiene, 
especially in children with CHD.

So I will grit my teeth and keep on brushing!!

If financial issues are preventing you from taking your heart child to the dentist, Heart Beats would be happy 
to help ease the financial burden. Please contact them at info@heartbeats.ca. For adults with CHD, Yvonne 
Balon RN BN MN, Nurse Clinician at the Adult Congenital Heart Clinic, says "if as young adults they [people 
with CHD] find themselves between jobs and don't have dental coverage, always check with their adult 
clinic.  They may be able to help them find short term solutions to ensure their dental care continues."

Parent Resources
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Advice From Our Parent Experts – You!

Good dental hygiene is essential for children with CHD. What have your 
experiences been like, and how have you emphasized the importance of 
brushing to your heart child?

Dental hygiene is very important, as is an antibiotic regime before a dental visit.  
Our daughter Kimberly who is Tetrology of Fallot with absent pulmonary valve 
contracted endocarditis back in 2006. PIC lines and isolation is not fun at all!  
We have never visited Dr. Giuffre without hearing him ask Kimberly if she is 
brushing her teeth regularly. He always emphasizes how important it is for her to 
care for her teeth. But kids will be kids, so I just constantly nag her to brush to 
make sure it gets done.

Wayne Waddell

We have been taking Mathias to the dentist every six months since he was six 
months old.  We try to keep up with flossing.  We have recently put a timer in 
the bathroom to ensure that he brushes for 2 minutes.  It is a challenge to 
ensure he does this independently but knows the importance of it.
 
Karen Perl-Pollard

At a recent dental visit, Roman heard the child next to us hollering while having 
his teeth drilled.  Since then, he is very cooperative when it comes to brushing 
his teeth!  His dentist mentioned that kids are ready to brush their own teeth at 
around age 8, so we have always done it for him. We have made flossing a part 
of his routine and use a child-size floss holder, which makes it much easier. 

Jen Beleshko
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Disclaimer:  Any personal 

opinions/comments expressed in this 

newsletter are not necessarily those of the 

Heart Beats Board of Directors.  All 

submissions for the newsletter will be 

accepted; however, we reserve the right to 

publish in whole, in part or not at all.  

Remember, your best source of medical 

information is always your physician.

A joyful heart is the inevitable           
   result of a heart burning with love.
                                               Mother Teresa
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