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Heart to Heart in July was held at beautiful Lake Midnapore in South 
East Calgary. Nine families attended this event and everyone enjoyed 
the sunshine, beach and refreshments.  Perhaps the best part of the day 
was coming together as heart families to catch up and share stories. We 
look forward to many more social gatherings in the year to come.  Be 
sure to check out the Upcoming Events section of this newsletter for all 
the details. 

Check out our Facebook page, a great way to stay in touch 
with other heart families and stay in the loop!  Simply search 
Heart Beats from your Facebook page or click on the link on 
our website to become a member of the group. 

Heart Beats is on Facebook



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:

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

 Lynn Nakoneshny, 187 Willowmere Close in 

 Chestermere.

Oct. Thursday, October 11th at 10 am at the home of 

 Patty Wiebe, 43 Midvalley Crescent SE.

Nov. Friday, November 9th at 10 am at the home of 

 Karen Perl-Pollard, 324 Norseman Road NW

Dec. In lieu of Heart to Heart in December, Heart Beats will 

 be hosting its Annual Christmas Party.

For more information, feel free to contact Patty Wiebe by e-mail 

at
 or by phone at 

 pattyw@heartbeats.ca
403-256-7423

3rd Annual 
Family Fun Run

On Saturday, October 13th, Heart Beats will host its 3rd Annual Family Fun Run at Eau Claire Market.  Whether you are a first time runner or a seasoned competitor, do not miss this chance to come out and support local children with heart disease.  All the details of the race can be found on the back cover of this newsletter. For volunteer opportunities, please contact Cindy Castillo at 
.  

cindyc@heartbeats.ca
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Heart Beats Christmas Party
Join us for our annual Heart Beats Christmas Party that will take place on December 1st at Cardel 
Place Theatre.  There will be lots of festive food and activities for the whole family, including 
seasonal crafts, a visit from Santa and presents for all the heart kids and their siblings.  While 
there is no cost for this event, Cardel Homes has asked that everyone attending bring a canned 
good as a donation for the Calgary Food Bank.  We also ask that you graciously RSVP to this 
event so that we may properly arrange for food and gifts.

Date:    Saturday, December 1, 2012

Time:    1:00 p.m. – 4:00 p.m.

Venue:  Cardel Homes Theatre, 180 Quarry Park Blvd. SE, 
  Calgary, AB, T2C 3G3

RSVP:  Please RSVP no later than November 26th by emailing Lynn Nakoneshny at                                                                     info@heartbeats.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.
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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.

  information DVDs“Heart & Soul: Your Guide to Living with Heart Disease”

 Supplemental equipment for the Alberta Children's Hospital Cardiology Clinic

 Expansion of the Ronald McDonald House in Edmonton, Alberta

We appreciate and acknowledge the donations received from the following individuals and organizations from May to August, 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 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 the donors.)

Cathy Howarth

Troy Mattie

Wanda Piattelli

Government of Alberta Community Spirit Grant

Raimont Energy Inc.

United Way - Donor Choice

Your Support in Action
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The Evan Ty Jenkins Pediatric Research Foundation 
van Ty Jenkins was born on May 30th, 1999 with complex congenital heart defects.  He led a wonderful and active life before Esuccumbing to a stroke at the young age of seven. His family decided to set up a foundation in his name as an effort to preserve 
his memory and make a difference in the lives of children and families affected by heart disease. 

And it's succeeding. Through its support of the University of Alberta Hospital Foundation, the Evan Ty Jenkins Pediatric Research 
Foundation supplies specialized medical equipment like oximeters and INR machines for pediatric heart patients in low-income 
families. This equipment has greatly enhanced the lives of these patients because it allows them to be monitored outside the clinical 
setting. They also fund affordable accommodation options for families in need of financial assistance whose children are in long-term 
care situations, such as heart transplant and/or stroke.

In addition, through brochures, media and the web, the Foundation seeks to educate the public about pediatric heart disease and 
stroke prevention.

The foundation has also set up the Treasure Bead Program that runs out of the Stollery Children's Hospital.  The program allows heart 
kids to chronicle their heart journeys in a very tangible way.  Each child receives a string with a bead for every letter of their name.  
Then, every time they undergo a medical procedure such as a needle, blood test or CT scan, the child receives a beautiful and distinct 
bead to add to their string.  Together, the beads form part of a chain that represents their unique heart journeys. Heart Beats is hoping to 
work alongside Treasure Life in the future to offer the beading program to children in Calgary. 

“The beads provide young cardiac kids with an avenue to document their treatment and talk about what they are going through,” says 
Judy Chapman, Past President of the Evan Ty Jenkins Pediatric Research Foundation.  “If we can make their stay at the hospital a little 
easier, that's what we want to do,” she says.

Today, Evan's memory lives on as the foundation continues to help families deal with the realities of living with congenital heart 
disease.  If you would like more information or would like to make a donation to this amazing foundation, please visit their website at 
www.treasurelife.ca. 



Offbeats
Offbeats is a fun, activity-based group for youth 

aged 10-17 who are seen at the Cardiology Clinic. 

The group offers kids and teens a chance to come 

together and enjoy fun activities throughout the 

school year. Offbeats will kick off a new year this 

September and will run monthly until it wraps up 

in May.  Be sure to ask about some exciting new 

summer camp opportunities for the Summer of 

2013.

We look forward to seeing many familiar faces 

this year and hope to welcome new ones as 

well.  For more information, please contact 

Laura Thurber-Larsen at 

Laura.Thurber-Larsen@albertahealthservices.ca 

or speak with one of the Cardiology nurses at 

your next visit to the clinic.

Kids Up Front
In 1999, John Dalziel was at a sporting event in Calgary and found himself 

surrounded by empty seats.  He thought about how great it would be if those seats 

could be filled by children with special needs, or kids who wouldn't normally have 

an opportunity to attend.  He took this idea and founded Kids Up Front.  Today, the 

foundation operates in 4 major cities in Canada and has already granted more than 

785,500 donated event tickets valued at 22 million dollars.

Heart Beats is pleased to have been accepted as an Agency Partner to Kids Up Front 

Calgary.  Already, many of our heart kids and their families have enjoyed sporting 

events, Stampede tickets, concerts and much more.  Any family with a heart child 

under the age of 18 qualifies for free event tickets.  If you would like more 

information about the program or would like to sign up to receive tickets, please 

contact Jen Beleshko at jenb@heartbeats.ca.

4       Fall

One little ticket, one big lift.

Jared Harrill
Our family was once very active in Heart Beats for many years. Our son Jared, 
who is now 24 years old, especially loved participating in Offbeats.  In fact, he 
was one of the founding members!

Jared was born with complex congenital heart disease and underwent a 
modified Fontan procedure at age 3.  The surgery was done at the Mayo Clinic 
in Rochester, Minnesota.  

Today, Jared is doing great!  He completed his bachelor's degree and decided 

he wanted to travel.  He has been to Southeast Asia and is currently residing and 

working in Tokyo, Japan. When his visa expires, he plans to live and work in 

Australia.  He got the "all clear" from his adult cardiologist before he left and 

has all his medical history on a memory stick that he carries with him.  We are 

very proud of his accomplishments and independent travels.

      Sherry Harrill 
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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.

Federal Government to Extend Employment 
Insurance to Parents of Sick Children
In August of 2012, Prime Minister Stephen Harper announced that the federal government intends to follow through 

with its 2011 election promise of allowing the parents of seriously ill children to collect employment insurance.  

Speaking at an elementary school, Harper said, "We understand the vital role that a parent plays in helping a child 

back to health."

Currently, a parent or guardian can collect up to 6 weeks of Compassionate Care benefits (EI) for a child with a life-

threatening illness.  The new benefit would extend this support for up to 35 weeks. If passed by Parliament, the 

change will come into effect at the beginning of June, 2013.  As with the current benefit, a signed medical certificate 

from the child's doctor or specialist would be required.   

This is welcome news to the CHD community as it would allow parents to take an adequate amount of time off to 

properly care for their heart child when necessary.
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Devon’s Heart
I'm writing this story to encourage Moms and Dads that have a special child.  
There is help for children like Devon. They are a gift from above.

I will begin my story when our 

special son was born. My 

husband was tickled pink when 

the ultrasound showed that I was 

carrying twin boys.  In fact, he was so 

happy that he felt he had to tell 

everybody.  The ultrasounds showed 

that both babies were healthy.

The time came when I gave birth to both boys.  The delivery was 

a normal one.  Darrel was born with a loud cry and looked very 

healthy.  Devon, on the other hand, looked grey in the face and 

didn't cry as much.  After getting settled in my room, the nurses 

brought Darrel in.  When I asked them where Devon was, they 

went to get the Doctor.  The Doctor told me that Devon was very 

sick and would need surgery and that we had to make a 

decision.  I just cried and cried.  I called my husband and he was 

in shock as well. 

Devon was born with congenital heart defects called Double 

Inlet Left Ventricle and Pulmonary Atresia. Everyone was 

praying for Devon.  Dr. Patton, a Cardiologist from the Alberta 

Children's Hospital, telephoned me and said that Devon was on 

medication but could only be on it for four days.  After that, he 

could die if he didn't have surgery right away.  I was so sad at the 

thought of losing him after carrying him for nine months – I just 

couldn't part with him.  So we decided to go for the surgery. 

That morning, they flew Devon from Medicine Hat to the 

Alberta Children's Hospital in Calgary. From there, he was flown 

to the Stollery Children's Hospital in Edmonton.  Dad, Grandma 

and Grandpa drove to Edmonton to be with Devon during his 

stay.  The surgery went well and within a week, Devon was flown 

back to the ACH in Calgary.  Although we had contact with the 

nurses every day and things appeared to be going well, I was still 

very worried about Devon.  So we decided to travel to Calgary to 

see him.  He looked perfectly normal – chubby in his face and 

was just the cutest little boy.  The nurses loved him to pieces.  I 

prayed every day for patience and for dear God to grant me the 

serenity to accept the things I cannot change. 

When Devon was three weeks old, he was transferred closer to 

home to the Medicine Hat Hospital.  I went to see him that day 

and I thought for sure he would not make it. But every day he just 

got stronger and stronger.  When he was one month old, he came 

home.  He was on oxygen for an entire year.  We had cord all 

over the house, but we got used to it. His oxygen levels were 

checked every two weeks.  Dr. Foulston, Devon's Pediatrician, 

was his special doctor.  She always had time for our questions 

and concerns.  She always gave me hope and she was always 

positive. 

When Devon was one year old, we noticed that he was getting 

grey in the face again.  We took him to the Alberta Children's 

Hospital in Calgary for tests.  It was decided that he needed a 

bigger shunt, and so he had another surgery in Edmonton. He 

came home without oxygen – it was a miracle.  We had no more 

cord all over the house.  I couldn't believe how well he was 

doing.

Devon was hospitalized quite a few times when his oxygen 

would get low.  The nurses viewed him as their special patient. 

He taught me how to take one day at a time.  I was so strong but 

without our dear Lord, I couldn't have done it.  I was always 

worried as he seemed to get every little flu. Dr. Foulston was 

always there for him.

When Devon was 2 ½ years old, the doctors decided he needed 

another surgery called the Fontan.  We were told to prepare to 

stay for one week.  At this point, he was very sick. Dr. Rebeyka 

and his team performed the surgery, but they couldn't finish the 

procedure. Instead, at age 3, they patched up a hole in his heart.

Today, you couldn't tell there was anything wrong with Devon.  

He is now 11 years old and is doing just fine.  He keeps up with 

his twin brother, and they are always together - doing good and 

bad. They are living life to the fullest. I have to thank his special 

doctors; Dr. Foulton, Dr. Patton and Dr. Rebeyka and his surgical 

team.  Without each of you, and our dear Lord, we could never 

have gone through what we did.

By Freda Hofer, Irvine, Alberta

“I was so sad at the thought of losing him after 
carrying him for nine months – I just couldn't part 
with him.  So we decided to go for the surgery.” 



Hi, my name is Angela. I was born in 1968 in Truro, Nova Scotia.  

I was put up for adoption and when I was taken to the hospital at 

4 months for a routine check-up, it was determined that I had an 

extreme heart condition.  I was put into a foster home with 

instructions that the family could keep me until I died, as the 

doctors had given me a year to live at that point.  I, of course, 

was way too young to understand what that meant and my foster 

mom let me do pretty much anything I wanted to in the way of 

activities.  I found out later that she had kept notes; at one point I 

had found an entry saying “Angela came home blue in the face 

from playing”.  I went to the Children's Hospital in Halifax – 

Izaak Walton Killam – now known as the IWK Health Center, 

every 6 months for check-ups and always enjoyed my visits.  I 

have many things wrong with my heart, a few would be a large 

hole between the left and right ventricle, my heart is enlarged 

and turned slightly, VSD and I also had no pulmonary valve.  

These are a few of about 13 things that ran amuck in my heart.  

I fortunately managed to outlive the doctor's prediction and 

thrived.  My foster mother, in allowing me to do pretty much any 

physical activity, actually ended up saving my life as it 

strengthened my heart and allowed me live fairly normally as a 

child.  Now I cannot sustain lengthy physical activity as I lose 

the ability to get air and my muscles cease to work very well.  If I 

stop and let myself catch my breath I can continue.  This of 

course ended up getting me heckled as a child because no one 

understood that I had an issue and they only saw that I didn't 

have to do the hard things in gym class and they were not happy.  

Sometimes our disease does make us easy to pick-on and get 

bullied but strength of character always wins in the end.

My first open heart surgery was at age 13 in 1980.  I went in to 

get a patch put on the hole between the ventricles and a 

pulmonary valve.  Unfortunately, I developed endocarditis, 

which is an infection in the heart, and ended up in ICU and back 

in the operating room.  Because of the infection, the second 

surgery was to remove the valve and patch, sanitize them and 

put them back.  Unfortunately, because I so weak they could 

only replace the patch. All in all, I was in the hospital for a 

month.

I then went home and continued my life. I finished high school 

and decided that I wanted to work with horses and went to 

college for that and went to Ontario.   When I hit 21, I was no 

longer a ward of the county and was therefore not covered by 

Medicare. I really lapsed in any form of doctor visits let alone 

specialists and went for close to 10 years without having anyone 

looking after my health in relation to my heart.  I moved to BC in 

1996 and everything was going well for a while, but in the 

summer of 2002 I started feeling lethargic and didn't have much 

energy for much of anything, so I decided to go to my doctor and 

get a referral.  I got referred to the Pacific Adult Congenital Heart 

Clinic at St. Paul's Hospital.  They sent me to the BC Children's 

Hospital for a MRI... I ended up stuck in that thing for close to 1 

and ½ hours because they were getting such good pictures they 

didn't want to stop!  After the MRI, the doctor that supervised it 

took me in and told me that I needed surgery fast, as I was 

overdue by about 5 years in having a pulmonary value put in and 

the patch repaired.

The surgery was scheduled for June of 2003. I, of course, got an 

infection (starting to see a pattern here?) and ended up staying in 

the hospital for 2 weeks.  I got home and healed really well and 

went back to work and continued on with my life.

On New Year's Day in 2006, I all of sudden had an episode 

where my heart beat really, really fast. It scared me silly and off to 

the hospital I went in Langley.  I ended up having to stay in over-

night because they figured at one point my heart had been going 

at a rate of 225 beats per minute, and no way were they letting 

me leave.  I got cardioverted (which is a procedure where they 

give you an anesthetic which is quick acting and then they track 

the rhythm of your heart and then stop your heart and shock it to a 

regular beat) and got put on medication for slowing my heart 

down.  This happened about 10 times between the years of 2006 

to 2011.  There was never any reason for it to happen or warning 

signs - it just happened.  I could be laying down talking, I could 

be out walking, it was honestly quite scary, for someone who was 

as active as I was. I was a bit deterred in allowing myself to do 

activities.  I managed to get through it by never giving up and 

simply continued on with what I could do and deal with the 

episodes when they happened, whether it was at work, home or 

out with a friend.

In the summer of 2011, I was given a procedure called an 

ablation, which is a wire that is put up your femoral artery to the 

heart. The wire has a laser on the end and it allows the doctor to 

burn off scar tissue as well as close the opening that allowed the 

electrical impulse to go to the wrong receiver.  Since this 

procedure, so far, everything has gone fairly normal and I hope it 

continues to go that way.

The reason I share my story is to say to parents - let your children, 

if possible, live normally and enjoy their time, and just because a 

doctor gives you a timeline doesn't mean it is set in stone.  

Persevere, love, live life and never give up.  I am 43 and have 

enjoyed most activities that everyone else has done: biking, 

hiking, camping, kayaking, canoeing, snowboarding, dancing, 

riding horses etc.  Nothing is beyond your abilities if you don't let 

them be. 

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 Angela Akerman.

CHD and Me - Talking With Adults With CHD

Angela completed the 30k MS Bike-a-Thon 
in just over an hour.
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SADS Collaborative Conference
- Challenges of Living with Cardiac Rhythm Disorders and Congenital Heart Disease.  Edmonton, Alberta - April 28, 2012

Karen Perl-Pollard attended this conference and has prepared 
the following summary based on her personal notes.

Neurodevelopmental Outcomes for 
Children with Congenital Heart Disease
                             Gwen Alton for Dr. Charlene Robertson 

- Dr. Gwen Rempel – Dr. Andrew Mackie

Karen Perl-Pollard attended this conference and has prepared 
the following summary based on her personal notes.

he research has shown that young heart patients are limiting Tthemselves more than they should.  Children and youth should get 
60 minutes of physical activity per day.  Walking is the best 

exercise and is achievable for most everyone. Belief in oneself is an 
important predictor of physical activity.

Things to consider for sport participation: symptoms, type of heart 
condition, type of sport, competiveness, and fall risk.  It's important to 
check with your cardiologist prior to starting any new exercise program.  

Exercise can be put into two categories based on the demands that it puts 
on the body and the heart: Dynamic Exercise and Static Exercise.  
Dynamic Exercise uses large muscle mass movement and builds 
endurance such as in running and swimming and requires increased 
heart rate, blood pressure and cardiac output. Static Exercise uses large 
intramuscular and builds strength such as in weightlifting. It increases 
blood pressure, and may stretch blood vessels or strain valves; this may 
impact patients who have an aneurysm or an important leakage.  

he transfer from pediatric to adult care is a one-time action where Tfiles are sent to a new hospital.  Transition requires effort and 
planning because it prepares a patient from moving beyond 

parental involvement to becoming responsible for themselves. 

Why is transition important?  It has been found that if there is a lapse of 
care greater than 2 years between pediatric and adult clinics, there is a 3 
fold increase in likelihood in dealing with a heart event.  Most heart 
patients will need to be followed regularly for the rest of their lives. 

How do I know I am ready for adult care?  
Knowing Your Heart

Knowing your heart means you know the name(s) of your heart 
condition(s) and what surgeries you've had.  You know what problems 
exist with your heart now, and you know what problems could develop in 
the future. You know whether you need to take an antibiotic before dental 
work and you are aware of what exercises you can and can't do.

Self-efficacy

Examples of self-efficacy are being able to fill a prescription, making and 
keeping your own your own appointments, and calling the doctor when 
you experience changes in your health. 

Communicating

Do you answer questions? Do you ask questions? Do you make a list of 
questions before you go?  These are all important factors in making the 
transition to adult care.

llness is a family affair.  A change in one family member affects all Ifamily members.  In a family with a child with CHD, a parent may 
experience fear, stress, depression, and post-traumatic stress 

symptoms.  A child with CHD may experience psychological 
maladjustment, diminished quality of life and post-traumatic stress 
symptoms.

Effective family management optimizes outcomes for the entire family.  
Family management is a process incorporating the child's identity, 
illness view, parenting philosophy (goals, priorities, values), 
management approach (routine, strategies, transitions), family focus 
(balance disease vs. life) and the impact on the future.

The research has shown that very little is offered to CHD families in 
terms of intervention.  Intervention starts with information.  
Information is an amazing way to cope, but you will never have 
enough information to fill all the space.  Talking has also been found to 
be healing.  Participation in conversations of illness has been powerful.    

It may be that having a child with CHD can also result in Post Traumatic 
Growth. In 1995, Tedescni and Calhown studied Post Traumatic 
Growth and found it resulted in a greater appreciation for life; 
increased perception of confidence and self reliance; and stronger 
beliefs.  

wen Rempel's presentation almost brought me to tears. It brought me back to those first days when my son was born and was 

Ggoing through surgeries. My son is now eight and his last surgery was 4 years ago, so sometime I forget where we were in those 
dark days. And for me, they were dark. I felt somewhat validated by the research that shows many who have a child with CHD 

have parental stress and depression.  Reflecting back on it, I can clearly see that I was struggling with depression. It was also validating 
to see that many of the coping strategies I chose were effective. My first reaction to my son's diagnosis was to create a binder with all his 
health information to keep it all clean and organized and then I proceeded to research all about his condition. After this, I reached out to 
Heart Beats and found that Heart to Heart meetings were a safe place to talk and to heal. 

We do some good things in our home about building physical literacy, but I was reminded that there is more to do. I was not a very 
physical child, so I am still trying to grow into a physical adult and bring my kids along on the journey.

I am currently looking for an intervention for our son because I do not want current habits and coping mechanisms to become 
entrenched for anyone. So I think the conference has given me a number of things to think about and help me grow.

Children and Youth with CHD: 
Managing as a Family

he Complex Pediatric Therapies Program follows children who Thave heart surgery within a few weeks of life and they are seen at 
6 months post-surgery, 2 years, 4 years and 8 years of age. 

Assessment for these children is provided in multi-disciplinary clinics.  
The Complex Pediatric Therapies Program has three goals:  to provide 
service to families, quality improvement and research. 

This group was a part of the investigation that found that 12/42 
survivors of the Norwood procedure from 2002 to 2007 had hearing 
loss.  They discovered that the hearing loss was a result of how Lasix 
was given to the patient.  Recommendations were put forward for a 
change in procedure and now there have been no more cases of 
hearing loss as a result of Lasix administration. 

As a result of their research, they have discovered that heart children, as 
a group, tend to have statistically significant weakness in self-care and 
in language skills.  They suggest early intervention to help resolve these 
problems.  The research also indicated that heart children, as a group, 
had good social and conceptual skills with no excess behavioural 
problems.

advice for the CHD patient: what should I do, what can I do and 
what should I avoid – Dr. Isabelle Vonder Muhll

Exercise and participation in sports 

Here Comes the Adult World: 
Optimizing Transition of Youth with CHD

Personal Take on the Conference
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Transplant Corner

his summer proved to be very exciting for Tmany of our heart transplant patients and their 
families. Three of our heart transplant children 

were selected to ride in the Calgary Stampede 
Parade on the Canadian Transplant float promoting 
organ donation and transplantation. 

This Stampede Parade float promoted organ donation

This was an exciting way to kick off the 5th Annual 
Canadian Transplant Games which were held in 
Calgary from July 16th to 22nd. These games are 

held every 2nd year to bring transplant patients, both 
young and old, together to participate in several 
different sporting events and show case their talents!  
These games are not only a celebration of life but a time 
to honour the donor patients and their families.  These 
games are a great opportunity to meet both new and old 
friends, all of whom have been affected by transplant.  
Seven of our heart transplant children participated in 
the games.  In this issue and the upcoming issues, we will 
be highlighting stories from both patients and parents 
who are willing to share their experiences and the 
impact it has had on their lives.Getting ready to run!

uring the same week as the Canadian Transplant DGames, the Cardiology Clinic held its 1st Annual 
Family Transplant picnic.  The picnic was held at 

Sandy Beach with beautiful weather, an abundance of food, 
but most importantly, fun, fun, fun!  It was a great 
opportunity for the children to see old friends, make new 
friends and for parents to have a chance to connect with 
other transplant parents and share stories.  As a staff 
member, I can say it was truly wonderful to see all of the 
children having fun, running and playing and to have a 
chance to visit with the parents in a fun, relaxing 
environment.

Celebratory Cake at the 1st Annual Family Transplant Picnic

his coming fall is the 2nd Annual Transplant Family Camp which will be held in September (see the notice Ton page 10). Also, this fall we will be kicking off our second year of the Transplant Family Support Group.  
This meeting will be held at the Children's Hospital on Tuesday October 16th.    If you would like to attend 

please email Kelly Webber at Kelly.webber@albertahealthservices.ca
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Wyatt
Wyatt is anything but your typical eight year old boy.  There's medications, routine blood work and never ending doctors appointments 
that most kids will never have to endure.  At four months of age Wyatt had an ABO incompatible heart transplant which means his heart is 
a different blood type then the rest of his body.  Because of his transplant he got to join an exclusive group 
and participate in the Canadian Transplant Games that were held here in Calgary on July 16th - 22nd and 
for one week Wyatt was the “normal” one and a typical child was “different”.

At first we were worried for Wyatt. He is still very small and weak for his age. What if he didn't win a 
medal?  What if he came in last every time?  How would that make him feel? Could he handle this?  But 
we knew we could not miss out on an experience like this for him and we soon learned we had nothing to 
worry about.

To raise awareness for the Canadian Transplant Games, Wyatt got to be in 
the Stampede Parade.  He proudly sat on the float wearing his “Heart 
2004” t-shirt.  Was it really that long ago, I thought to myself?  Before we 
knew it, it was time for the opening ceremonies of the Canadian 
Transplant Games.  Wyatt marched down the street waving his Alberta 
flag and chanting “ Go Team Alberta ! ”  

Wyatt's first event was five pin bowling and he enjoyed every minute of 
it.  To be with a group of peers that were his age, that all had had heart 
transplants was amazing.  He celebrated every pin he knocked down 
and the smile never left his face.  When it came time for the medals to be 
awarded Wyatt wanted to leave.  He didn't see the point in staying.  “I 
never win anything,” he told me.  So when they announced his name for 
the gold medal in his age group he was shocked.  It was wonderful to watch. 
He walked back to his brother and cheered in amazement. “I got a GOLD 
medal!!!!!”   Wyatt ended the week with five medals.  One gold, one silver and three bronze.  It was 
definitely a confidence booster for him.  For me though it was not about the medals.  It was about the 
experience and how happy he was. How he felt included. Wyatt always had a smile on his face no matter 
how well he did and people seemed to be taken with him.  

At  the East vs. West floor hockey game, Wyatt got to take a shoot out goal.  “Mom, I was so close.  Sooo close,” he came running up to 
me and told me with a huge smile on his face.  The coach could have very easily chosen their best adult players for the shoot out, but these 
games were for making moments that the kids would remember.  Many people the next day congratulated Wyatt on a great game.

The games were a wonderful experience for our whole family.  We met a Mom and her son, who was the very first ABO incompatible 
heart transplant.  He is now your average teenager.  He too was like Wyatt, the smallest kid in the class.  You wouldn't know it now.  To me 
this was very comforting to see.  Something I needed to see.   Maybe a glimpse into the future.  If it were not for the Canadian Transplant 
Games, I don't know if would have ever met them or any of the other wonderful families we had the pleasure of meeting.

Transplant Corner
Below are the stories of two young Calgarians who competed in the Canadian Transplant Games.  

Wyatt competing at the games

Wyatt won five medals!

Taylor
My daughter Taylor had a heart transplant six years ago and is now a happy, healthy, 11 year old girl.  When we were asked if we would 
like to attend the Transplant Games we had no idea what to expect.  I thought we'd just come to Calgary for a day or two and watch Taylor 
play a game of something.  Then I found out it was a whole week; events, games and 
activities planned for each day.  It was awesome to say the least.  

The games started with the opening ceremonies which were fantastic and started the 
ball rolling for an incredible week.  I wasn't aware the donor families would be there 
and was very touched by the speeches they made and just by their attendance alone.  I 
cried a lot but I also felt their pride in the fact that their loved ones continue to live on 
through these amazing athletes in the white cowboy hats.  Organ donation has always 
been the right choice to me but now I've also seen the impact from the other side.  We 
had so much fun and met so many amazing people.  I loved watching Taylor interact 
with the other kids who have had transplants and share their experiences.  We were 
sitting with friends of ours at the opening ceremonies (another family who we met 
through this experience) and we wondered if the girls would discuss their experience 
or if they would remain closed up as usual.  A few minutes later, one of the girls ran up 
to us to ask her blood type!!  I guess in this setting they felt like it was okay to talk about 
it and to even be proud of it!  

Taylor (centre) winning gold!

Cathy Stang, Mom to Taylor  

by Wyatt's proud Mom, Jody Morissette.
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I have never had the opportunity to speak with an adult who has had a heart transplant and he was only too happy to share his 
experiences and it helped me so much.  I asked a lot of questions and he was happy to answer them for me, things that a child just 
can't put into words.  The adult athletes were so supportive of the kids and cheered them on and supported them throughout.  I think 
the kids felt like rock stars that week!!

I think my highlight of the week was when my daughter came up to me during the games and told me how happy she was to be there.  She 
said she always felt “different” but now she knows she's not the only one who has had a transplant, all the people around her at the games 
had also.  She said ̀ `I like being a transplant kid``.  Wow.  She was beaming.  That was probably the moment that meant the most to me.

I would love to thank our amazing nurses and social worker - Kelly, Norma and Laura - who also put on a wonderful potluck lunch during 
the games to get all the heart transplant kids and parents together.  It is so nice to see the kids interact and having fun instead of always 
seeing each other in the hospital setting.  We met some great people who we'd have never met and I know we will keep in touch in the 
future.  We are such a small group that to be able to speak with other parents who have been through the same thing is a huge benefit.  
There are times we are just so scared and to speak with another parent who has ``been there`` is 
sometimes all you need to give you the strength to continue on.  I feel like we're a pretty tight little 
group who stick together!  Kelly even came to cheer the kids on at the games!!

All in all, I believe this week was better than we could have dreamed.  It definitely gives you so 
much hope for the future and support for the present.  Thank you so much to the Transplant Games 
committee and we look forward to the 2014 games!!!

I am Taylor Stang.  Six years ago I had a heart transplant and this year I competed in the 2012 
Transplant Games which is proof that miracles happen.  I went in bowling, swimming, floor 
hockey and track and field and I ended up with 7 medals!  The Transplant Games are a place 
where you can see that we can run, jump and play like everyone else and meet new friends.  For 
the kids that go to the Calgary Children`s Hospital, there was a picnic.  It was cool to see all the 
kids some place not the hospital having fun.  Thank you!!

         Taylor Stang

Transplant Corner

Taylor being “white-hatted”

Bring the whole family to Camp Evergreen for a weekend of fun and learning near Sundre, Alberta.

Date:      September 28-30
Arrive:  Friday night 4-6pm
Leave:   Sunday afternoon after 1:30 pm
Cost:    $20 per person, under 5 yrs is free 
(if this amount will prevent you from coming to camp, please call 
Bernadette at 780-407-7273 for alternate arrangements).

Activities will include Canoeing, Archery, Climbing Wall, Horses, 
Support Groups, Soccer, Healthy Eating, Mini Olympics along with 
some fun, informative education sessions for families.

We need as many Calgary families as possible to come to camp as we 
need to defend the transplant cup we won last year against Edmonton!

You can contact the nursing office in Calgary at  for more 403-955-7316
information or to get registration forms.

Dr. Dicke and Wyatt ready to defend the cup 
against Edmonton
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My sister was the most amazing person you could ever 

meet.  She lived with a congenital heart defect.  It was 

not what defined her, but it certainly was what shaped 

her into one of the most caring, courageous, and vibrant individuals 

I have ever known.  This is her story.

Carol Ann Mattie was born in Saint John, NB on June 2nd, 1974.  

When she was born, my parents, Fred and 

Barb, were ecstatic.  She was their first 

born child and the doctors had told them 

they were new parents to a healthy baby 

girl.  Quickly that changed.  Within the 

first day of life, Carol Ann began turning 

blue and they flew her to the Izaak Walton 

Killam (IWK) Hospital for Children in 

Halifax, NS.  It was discovered that she 

was born with a complex congenital heart 

defect.  

Carol Ann was diagnosed with Tricuspid 

Atresia with transposition of the great 

vessels.  Tricuspid Atresia is where the 

tricuspid heart valve is missing or 

abnormally developed and it blocks blood 

flow from the right atrium to the right 

ventricle.  This condition prevents the 

normal blood flow and blood cannot enter 

the lungs to get oxygenated.   To complicate 

this, she also had transposition of the great 

vessels in which the two major vessels that carry blood away from 

the heart – the aorta and pulmonary artery – are switched.  This 

causes a decrease in oxygen in the blood that is pumped from the 

heart to the rest of the body.   She also had kidney problems.  One of 

her kidneys had a blockage and was enlarged and the other had 2/3 

of it covered in cysts.

My parent’s experience when Carol Ann was born was stressful, and 

at times overwhelming.  Initially the doctors did not expect her to 

live very long.  The health complications were staggering and the 

odds were against her.  Like she would continue to do throughout 

her life, she beat the odds.  She had multiple surgeries when she was 

a baby, and continued to have surgeries up until about the age of 10.  

Her first surgery was at 1 month old on her kidneys.  She was put on 

heart medication and was sent home at 3 months old.  When she 

was 10 months old, she had a shunt operation.  At 2 years of age, she 

spent 3 months in the IWK where she had another shunt operation, 

an operation on her diaphragm, as well as a tracheotomy.  When she 

was 6, they performed one more shunt operation.  At this point the 

doctors were unable to do anything else.  Carol Ann was not a 

candidate for a transplant because of her reduced lung function and 

she likely would not survive.  She also had to have her gull bladder 

removed at the age of 10.

While my parents were struggling to come to terms with what life 

would be like taking care of my sister, I was born, 11 months after 

Carol Ann.  Care Bear, or Care as she became known, was my big 

sister but we were close in age and it didn't take long for me to 

assume the big brother role.  She called me her little big brother, 

always reminding me that she was older.  Our brother Mike was 

born 2 years later.  As siblings, we all got along really well.  Care was 

a very happy child, and she made everyone 

else around her happy as well.  While we 

were growing up, Care started school ahead 

of me.  Due to hospital stays and repeated 

illness, she began to fall behind in school.  At 

one point in elementary we were in the same 

grade.  By the time we were done 

elementary, I had passed her as she was held 

back.  

School was very important to my sister.  Even 

though she struggled in attendance, which 

also affected her grades, she continued to 

pursue education.  She wasn't satisfied to 

complete her education at home though.  

Care was a social butterfly and she wanted to 

connect with everyone around her.  Where 

others may have given up, she persevered.  It 

took her a long time, but at the age of 34 Care 

graduated valedictorian from FLECS 

(Flexible Learning and Education Centres) in 

Dartmouth, NS obtaining her high school 

diploma.  While she was attending school, our brother Mike would 

help her with her homework and help her study for her tests.  

Whenever she would get marks back, she would call me right away 

with the news to share.  I was so proud of her.  It was something that 

she wanted to accomplish and she didn't let anything get in the way 

of her goal.  CBC Radio (Information Morning) actually did a piece 

on her graduating.  The Casket, a local Antigonish, NS paper, also 

did an article entitled Perseverance Pays Off in which she talked 

about what this accomplishment meant to her.  Another magazine 

in Halifax called The Southender also did a story on Carol Ann 

called “Profile in Courage – The Inspirational Journey of Carol Ann 

Mattie”.  All of her family and friends were extremely proud of her.  

This accomplishment was significant in the sense that it showed 

Care's personality.  She always maintained a positive outlook on 

life, and she never took anything for granted.

Carol Ann's friends were very important to her.  Not only were they 

important to her, she made sure they knew that they were important.  

She genuinely cared about people and their lives.  Care saw the best 

in everyone and she made friends everywhere she went.  When I say 

she made friends, I don't mean she met people or had a lot of 

acquaintances; she literally made friends.  She could connect with 

so many different people, on so many different levels.  And she 

For My Sister, Carol Ann Mattie
By Troy Mattie 
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remembered them; she remembered their families, their goals and 

dreams, their personalities, everything she was able to share with 

them.  She created memories everywhere she went, with everyone 

she connected with.  Carol Ann stayed in touch with all of her 

friends, despite her health problems.  She loved her friends, and 

they loved her.  

Family was even more important.  Care knew all of our cousins, 

aunts, uncles, great aunts and uncles, and grandparents intimately.  

She stayed in touch with them all.  Just knowing they were related 

made them important enough to keep a special place for them in her 

life.  She was like a sister to some of her cousins.  Carol Ann was 

close to all of her aunts and uncles on both sides of the family.  Our 

parents, Fred Mattie and Barb Carroll, were cornerstones in her life.  

They provided great care and comfort to her throughout her life.  

She always depended on them to be there for her, and they always 

were.  They were not just her parents, they were her best friends.  

Her brothers were also her best friends.  She wanted the best things 

in life for us, and she supported us in every way she could.  When I 

married my wife Laura, she was ecstatic.  She said Laura was the 

“perfect sister-in-law” and quickly established a strong bond with 

her.   She would call me every day, as well as my brother Mike.  

Mike would visit with her often and spend lots of time just hanging 

out.  My brother said it best when he said “for a girl who lacked 

physical strength she gave the biggest, strongest hugs ever!”  She 

was the best sister any person could ever have.  Carol Ann made 

sure her family stayed connected; she was the glue that held us all 

together.  

Care loved all of her nephews dearly.  Dawson, Freddy, Kale, 

Matthew, Ben, and especially Jake.  Jake is my youngest son and she 

talked to him every single day.  Carol Ann once told my mother that 

she wanted to keep living so she could watch Jake grow up.  She 

couldn't go to sleep at night without talking to him to say good night.

Carol Ann met her boyfriend Thayne (TR) over 10 years ago.  They 

quickly fell in love.  At times it must have been difficult to be in a 

relationship with someone that had some of the health problems 

that my sister had.  But when they first met, Care was full of energy 

and probably didn't make it well known about some of the 

difficulties she had faced or would continue to face.  Carol Ann 

loved TR and she was very proud to have him in her life.  They were 

very close and he was a constant in her life.  I remember when TR 

got Carol Ann's name tattooed on his arm; she was so excited and 

happy that he would do that for her.  They got engaged during 

Christmas of 2010.  Getting married was always a dream for Carol 

Ann, and she found the person she wanted to realize that dream 

with in TR.

My sister could not have children due to her health.  But she loved 

kids dearly and she would light up whenever kids were around.  

When she began dating TR, he had 3 children; Sydney, Bailey, and 

Jared.  She loved those kids as if they were her own.  Care was proud 

of them and their accomplishments.  She would always give me 

updates on how they were doing and tell me how great they were.  I 

know she also told them how great she thought they were and how 

much she loved them.  Sydney would spend a lot of time with Carol 

Ann and often accompany her on trips to Antigonish to visit family.

Carol Ann was in and out of the hospital her whole life and she 

developed some lasting relationships with the doctors and nurses 

there.  In particular Dr. Cathy Kells, her cardiologist and Joanne and 

Margaret, her primary nurses.  I remember calling the patient 

switchboard one time asking for Carol Ann Mattie's room.  The 

person on the other end was surprised “I didn't know Carol Ann 

came back in!”  and then asking how she was doing.  The nurses in 

the blood clinics all knew my sister and she made a point of talking 

to them about their lives and their families.  She was always smiling 

and positive, even when getting poked with needles constantly.  She 

praised the health care workers at the IWK, Dartmouth General and 

the QEII Hospitals for the care they provided to her over the years.  

When Care was 24, she had a mini stroke.  This stroke had caused 

her some issues with mobility, but she quickly overcame them.  In 

November of 2010, I was working in Medicine Hat, AB and I got a 

call from my father.  He told me Carol Ann's heart had stopped and 

that they were hooking her up to an external pacemaker.  It was 

suggested that I make arrangements to go back to NS to say goodbye.  

I couldn't imagine that the day would ever come that I would have to 

say goodbye to the strongest person I had ever known.  Carol Ann 

was a miracle her whole life, and this day would be no different.  

Her heart began beating again on its own shortly after it had 

stopped.  I flew back to my home in Calgary from Medicine Hat and 

then flew to Halifax with my wife Laura and youngest son Jake.  We 

got into Halifax and went straight to the hospital, not sure of how 

much time we had left with my sister.  When we arrived at the 

hospital, we went in to see her and she was very weak.  I held her 

hand, but she couldn't feel me holding her hand.  We realized she 

had another stroke.  This one much more serious than the previous 

one she had 12 years earlier.  Carol Ann had lost mobility and 

strength in her whole left side.  She pulled out of it though and 

worked hard to get her mobility back although she never fully 

recovered after this last setback.

After this incident, Carol Ann's health had continued to deteriorate.  

Her oxygen levels remained low, she couldn't move around much, 

and she had constant swelling from her body retaining fluid.  The 

one thing about being a social butterfly though is that she couldn't 

stop from staying in touch with her friends and family.  Care was 

tired often, but she always made time to talk to me every single day 

as well as my youngest son Jake.  Every day since I can remember, 

she told me she loved me and I told her I loved her too.  She talked to 

my brother every day, she talked to my father every day, and she 

talked to my mother every day.  The thing about Carol Ann is that she 

appreciated every day she had.  She loved living and sharing with 

those she loved.  She was always smiling and always stayed positive.  

In 2010, Carol Ann participated in a video by CCHA (Canadian 
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Congenital Heart Alliance) entitled “Born With a Broken Heart” .  

She had a small part in the video, but she was so excited and proud 

to be able to participate.  She even says in the video “Stay positive!”  

And she did.

While Carol Ann's oxygen levels remained low, she had to 

constantly have oxygen.  This, along with an irregular heart pattern, 

caused her blood to thicken.  It made her very tired and she needed 

to take blood thinners.  She also, with increasing frequency, had to 

have phlebotomies.  A phlebotomy is an outpatient procedure 

where they remove an amount of blood and replace it with saline.  

These usually provided some relief to her from fatigue and 

headaches.

Care was an inspiration to all who knew her.  She had such an 

amazing outlook on life.  As difficult as her life had been, she always 

said “things could be worse”.  On her 38th birthday, her birthday 

cake had her motto written on it: “It Ain't Easy Being Me!”  In June 

2012, Carol Ann had been weak and in constant pain for months 

prior.  Her quality of life was at the lowest it had ever been.  Doctors 

had prescribed Care some medication to help with the pain, and the 

benefits were realized immediately.  For the next couple of weeks 

she was extremely happy.  She felt like she had her life back.  Carol 

Ann had her mobility back, she wasn't in pain, and she was able to 

go out and visit, get fresh air, enjoy the sunshine, and more 

importantly for her she was able to spend more time with friends and 

family.  She was so happy, and I was so happy for her.  Care 

continued to be the miracle she always had been.

On July 14th, 2012 Carol Ann's oxygen levels were really low and 

she was admitted to QEII Hospital.  As I said before, I talked to her 

every day.  On July 16th, Care called to say good night to me, and of 

course my son Jake.  I don't remember the whole conversation, but I 

remember telling her that I loved her and her telling me the same.  At 

about 1:30 am on July 17th, I received a call at my home in Calgary 

from my Dad telling me that Care had passed away.  I couldn't 

believe it; I almost still don't.  Care had given us 38 years of 

memories, love, laughs, and miracles.  She was a symbol of 

strength, determination, positivity, love, and kindness.  She loved 

people, she saw the best in everyone, she treated people with 

respect, and she always shared a smile.

I loved my sister with all my heart.  I cherish every moment I ever 

spent with her.  She was inspirational, courageous, and miraculous.  

I will miss talking to her every day and I would give anything to have 

one more conversation with her.  Care taught us to live life to the 

fullest, that each day is a gift, and to always stay positive.  She also 

taught us that miracles do happen, and she proved it for 38 years.

They say that Care was born with a broken heart.  I disagree.  Carol 

Ann Mattie was born with an exceptional heart that was capable of 

love and kindness that most of us wish for.  Anyone that has ever met 

Carol Ann will tell you, they are richer for having known her. 

 She was AMAZING!!

              Website  - www.westernchildrensheartnetwork.ca 

The following major enhancements have been made 
to the WCCHN website:

Transplant:  Transplant resources and links for families 
have been uploaded to our website under Family Support.  
A Transplant Program page has been added under the 
Stollery Children's Hospital in Partner Hospitals.

Resources on Heart Disease pamphlet:  A family 
resource booklist pamphlet provided by Variety Children's 
Heart Centre (Winnipeg) has been added to the Resources 
page under Public Knowledge Base.

Staff photos have been uploaded for clinicians at each 
centre who have direct patient care.

We welcome your comments and suggestions for our 
website!  Please send us an e-mail with your feedback:  
wcchn@albertahealthservices.ca.  

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.

WCCHN Family Advisory Committee (FAC)
The WCCHN Family Advisory Committee (FAC) met on May 22, 
2012 via telephone conference call.  The pre-operative tool is 
in its final revision and will be available to families by the fall of 
2012.  The WCCHN Coordinator is working together with Air 
Canada and West Jet regarding discounted flights for families 
travelling for surgery to either BC Children's Hospital or 
Stollery Children's Hospital – more information will be 
provided as this progresses.

WCCHN Chair
We are pleased to announce the appointment of Dr. Reeni Soni 
as the Chair of the Western Canadian Children's Heart 
Network.  Dr. Soni is the Head of the Section of Pediatric 
Cardiology at the Health Sciences Centre in Winnipeg.  She has 
been an integral member of the WCCHN Clinical Operations 
Committee and is committed to the continued success and 
growth of the Network.

We would like to take this opportunity to thank Dr. Brian Postl 
for his many years of service and dedication to the WCCHN.

Divisional Director, 
Stollery Children's Hospital (Edmonton)
Dr. Paul Kantor has been appointed as the Divisional Director 
for Pediatric Cardiology at the Stollery Children's Hospital in 
Edmonton.  Dr. Kantor is currently the Director of Pediatric 
Heart Failure at The Hospital for Sick Children in Toronto, and 
will be joining the Edmonton team in September 2012.

We would like to thank Dr. John Dyck for his valuable 
contributions and dedication to the WCCHN Steering and 
Clinical Operations Committees. 

Western Canadian 
Children's Heart Network Update
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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 - Granny MacKenizie, as 

told by her daughter Denise.

M
y  n i e c e  K i r s t e n  J a n e 

Chisholm was born on 

November 2nd, 2005. Her 

mother, Claudette, seemed to be 

retaining a lot of fluid during her 

pregnancy. Because of this, she went 

for a checkup and discovered Kirsten's 

heart was not pumping properly, 

Kirsten had Tetrology of Fallot. After 

Kirsten was born, I flew from Nova 

Scotia to help out.  Kirsten has an older 

brother, Nolan, who was only 2 years 

old at the time.  When I got to Calgary, Kirsten was in an incubator, hooked 

up to many tubes and monitors, and weighed only 4.5 lbs.  She couldn't 

breathe on her own and sometimes would stop breathing all together and 

turn blue. This was terrifying, just watching and knowing there was nothing 

you could do.  Her mother, Claudette, and father, Martin, were at the 

hospital at all times not knowing what was to come.

Kirsten's grandmother lived in Nova Scotia and never left the province, she 

was so worried about the whole family.  Granny called every night for 

updates on Kirsten's condition.  Every day brought news, and for many 

months it seemed it was always bad.  Kirstin's immune system was 

nonexistent so the risk of infection was great.  In February 2006 Kirstin had 

her first heart surgery, which was successful, however, she will need more 

surgeries as she grows.  We were all so scared and worried about Kirsten 

and her family. It is hard to describe, but it seemed no one was more 

worried for them then Kirsten's Granny.

Finally, in the summer of 2007, Kirsten came home to Nova Scotia.  Granny 

had 14 children of her own and 36 grandchildren, and all were healthy.   

Granny had never, in all her 73 years, experienced the heartbreak of seeing 

a child she loved, with such physical and developmental challenges.  She 

was forever saying things like “poor Kirsten”.  It didn't take long for 

Kirsten's big personality and her independence to reveal itself.  She was 

forever climbing onto Granny’s lap and trying to help her with anything and 

everything.  Granny, who always had a crochet hook or knitting needles in 

hand, now put them down while Kirsten was around just so she could 

watch her many antics.  Granny's winters were spent waiting for the mail to 

arrive so she could check for pictures that would show Kirsten's progress.  

Kirsten had become the light of everyone's eyes especially her Granny’s.   

When she came home in the summer, she wasn't poor Kirsten anymore - it 

was now “look at how beautiful you are” and ”look at how smart you have 

gotten”.  Kirsten was never far from her Granny when she was in Nova 

Scotia, Granny made sure of it.  When you ask Kirsten if she was going to 

Nova Scotia she would say “No, we're going to Granny’s”.  Unfortunately 

Granny passed away in November 

of 2011 (of heart failure herself), 

and cannot write about how, at 77 

years old, you may sometimes 

think there is nothing left for you to 

learn. Yet on November 2nd, 2005 

when a beautiful little blond curly 

haired girl was born, Granny 

realized there is still lots to learn no 

matter how old you are or what 

experiences you have had in life.  

Parent Resources
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 – Returning to Work  
By Jen Beleshko 

For many new mothers, the decision whether to return to work after the birth of their 

child is a difficult one.  For a heart mom, the decision can be even more bewildering. 

Is it possible to balance a career with meeting the special needs of their child?

Before we learned at our routine ultrasound that our baby would be born with 

complex heart defects, my husband and I had decided that we would both return to 

our respective jobs after taking the maximum maternity and parental leaves. This was 

contingent on finding good quality child care and we both set about researching the 

local market.  However, all of our carefully laid plans changed at our 18-week 

ultrasound when we learned the devastating news that our child would require 

staged heart surgeries and a lifetime of medical care in order to survive. 

When our son, Roman, was born in the fall of 2007, he surpassed everyone's 

expectations and was able to skip the initial surgery altogether and come home.  The 

first few months were tough; he was cyanotic and required a feeding tube for 

supplemental nutrition, but at least he was home and appeared to be a very happy 

baby.  Prior his first surgery at 4 months, he was put on oxygen because of his 

declining saturation levels. At this point, there was no way that I could ever imagine 

myself returning to work; a sick baby with upcoming surgeries just didn't jive with 

child care. Fortunately, Roman's surgery went very smoothly and he was out of the 

hospital and off the oxygen within one week.  From that point on, he grew very 

quickly, keeping up with his peers and easily reaching all his milestones.  

That fall, when my maternity leave was coming to an end and Roman was turning 1, I 

was again agonizing about whether or not to return to work.  Although he was doing 

very well and got the “all clear” from his doctors, I worried about germs, falls, 

viruses...the list went on. On the other hand, I enjoyed my job and needed the extra 

income. After lots of back and forth, we decided that going back two days per week 

would be perfect.  I would job share with the person who was replacing me during 

mat leave and still have lots of time for Roman's appointments.  Things aligned 

themselves perfectly as my employer agreed to the part-time schedule and we were 

able to find an amazing childcare provider.

I can't deny that there were times when being away from my baby was hard and I 

would worry endlessly about his exposure to germs.  But he rarely got sick and was 

always happy when we dropped him off and happy when we picked him up. I will be 

forever grateful to the amazing childcare he has received –we've both made life-long 

friends along the way.

Over the next few years, Roman had a heart 

catheterization and the last of his staged 

heart surgeries.   I was able to take time 

off work by using vacation days and 

collecting six weeks of EI during and after 

his surgery (Compassionate Care 

benefits).  There have been many times 

when Roman has come to the office with 

me when he's had the sniffles, or stayed at 

home while his dad worked on a laptop.  

Our ability to be flexible with both of our 

work schedules has made all the 

difference in our case. 

This fall,  Roman will be starting 

kindergarten and will say goodbye to his 

wonderful dayhome - it will not be 

without some tears shed I'm sure.   

Looking back, returning to work part-time 

was the right decision for our family. Roman with Ana, his beloved childcare provider
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Advice From Our Parent Experts – You!

How have you balanced your employment with caring for your heart child?

I've loved children ever since I can remember. I was a nanny before I had kids, and 
now I run a dayhome.  Currently I care for 4 children including my two-year old 
son Jax, who was born with complex CHD.  

I treat Jax no differently than I do the other kids, except when we go to the park - 
we pack snacks for the kids and a pump in a backpack for Jax because he is G-
Tube fed. I remember the children being very interested when Lucy, our public 
health nurse, or Colleen, our physiotherapist, would come to see Jax.  They 
would feel defensive of him and at times would get upset when Jax would cry. 

The children have learned that everybody is different. I teach the children the 
importance of a healthy mind and body, and we are currently learning how to eat 
“like a rainbow” and get plenty of exercise because a healthy body will grow 
happy.  It really is amazing how well these children have responded to Jax and 
how well they balance with my heart baby. 

Shannon Summers

I worked part time when the kids were little.  I took evenings and weekend shifts 
so that I would only need a sitter for one hour, between my husband getting 
home and my leaving.  I took time off during and after my son Daniel's heart 
surgery.  He had a long recovery, and when he turned 3, I decided to work from 
home instead.  This required a pretty tight schedule, and I often started supper in 
the early morning. I was able to work about 5 to 6 hours several days a week and 
did that for a number of years.  Then when Daniel was 9, I went to work full time 
and loved it.  

I found that doing my big cooking on the weekends helped so much.  I also 
followed the "once a month cooking" book that had come out around that time. 
It was tons of work but the result was I had loads of meals in the freezer labeled 
and ready to heat up.  That was my biggest help - on hospital days or even doctor 
appt. days, I always had things ready to go.  

Sylvia Falk
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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 light heart lives long.
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- William Shakespeare 
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