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On September 8-10, Heart Beats hosted another 
wonderful weekend at Camp Evergreen.  
Twenty one families enjoyed the beautiful 

weather, accommodations, food, and activities. Some 
of the highlights included wagon rides, horseback 
riding, zip lining, and a spirited game of capture the 
flag put on by some of the “heart 
dads”. Heart Beats extends a 
big thank you to the Calgary 
Children’s Foundation for 
their sponsorship of our 
Family Camp again this year.

HEART BEATS 
FAMILY CAMP 2017
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Offbeats is led by “alumni” Courtney Morin, Meghan Nimmo, Sam 

Croft, & Vittorio Borelli. This group is a great opportunity to connect 

and have fun with other “heart youth”. Last year our activities included:

Monster Mini Golf (which occasionally called for some dancing)!

A Christmas Party, which included decorating mini gingerbread 

houses, playing hockey (both street and air version), and partaking in 

a “white elephant” gift exchange.

Wall climbing and swimming at Vivo, followed by pizza and 

homemade heart-shaped cookies in celebration of heart month. 

Bowling, followed by pizza and cupcakes in celebration of Maddy 

Walker’s 1st year “heart-iversary”.

Dinner and the show, “Ferris Bueller’s - School of Rock”, at Calgary 

Jubilations Dinner Theatre, where the group was invited to join the 

cast onstage, and rock out to one of their musical numbers! 

A Lake Day at Midnapore Lake.

We are looking forward to another fun year.  Mark your calendars and 

plan to join us for the following upcoming events:

Saturday, October 14th:   Laser Tag

Saturday, December 9th:   Christmas Party / Zoo Lights

Saturday, February 3rd:   Heart Month celebration

If you are not on our email list to receive notices of our activities, email 

offbeats@heartbeats.ca to be added. Offbeats is open to all youth ages 12 

to 17 who have a heart condition and like to have fun!

The 8th Annual Heart Beats Family Fun Run took place on October 15th.  650 runners participated in the 10 km 

run, 5 km run/walk and 1 km kids’ fun run.  The kids raced in their superhero capes, donated by The ShopLift .  

They also enjoyed visits with the Disney Princesses.

It was a great time of community for our heart families and their supportive friends.  There were 30 different 

teams, racing in support of, or memory of, “Heart Heroes”.  

The Run is Heart Beats’ biggest fundraiser and we are so grateful for all who collected and made donations.  We are pleased to 

announce $42,500 was raised which will go directly to assisting children born with congenital heart defects, and their families.  

The top team fundraiser was Titus Titans who raised $6,235 and the top individual fundraiser was Wilson Glowach who raised 

$3,635.

We want to acknowledge our Corporate Sponsors:

•	 Animus	Capital	Partners	I
nc.

•	 Bluebird	Contracting	Serv
ices	Ltd.

•	 Crowfoot	Physiotherapy	L
td.

•	 Supplement	King

•	 The	Flyershop

•	 The	ShopLift

•	 The	Running	Room

Save the date for next years’ Run on Sunday, October 14th, 2018!

2017 Family Fun Run

Lemonade for Little Hearts 
Joelle wanted to help her little brother, Isaac, and other heart kids this summer. She decided to set up a 

lemonade stand (during rush hour in July!) and made $51.40 for the Heart Beats Family Fun Run! This 

was a great way to spread CHD awareness and recruit new runners. Thanks for your support, Joelle!

Heart Beats Annual Lake Day
Heart Beats’ Annual Lake Day took place on July 16th at Midnapore Lake. Seventeen families (totaling 

70 people) gathered to enjoy snacks, play in the sand and water, and visit with other heart families. 

The group included “regulars” and “first time” families, who are always welcome at any of our Heart 

Beats events. Thank you to the Merralls/Ng and Wiebe families for hosting the event, and to Heart 

Beats for providing the snacks.
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Upcoming Events

Christmas PartyMake memories and meet Santa! 
Silver Springs Community Centre 
5720 Silver Ridge Drive NW
November 25, 2017  from 1:00p.m.-3:30p.m.

RSVP to info@heartbeats.ca 
by November 10th.  

      
Moms’ Night Out & 

Dads’ Night Out
Moms’ Night Out and Dads’ Night Out 

alternate months throughout the school year. 

Whether your heart child is an infant, teen or 

adult, we welcome you to visit and chat with 

other moms and dads about parenting kids with 

CHD or just to take a break with people that 

understand. Grandparents are welcome too! 

Food and non-alcoholic beverages are covered 

by Heart Beats. The group will meet on various 

dates and locations around Calgary, so please 

check your monthly email for upcoming events.     

Offbeats is led by “alumni” Courtney Morin, Meghan Nimmo, Sam 

Croft, & Vittorio Borelli. This group is a great opportunity to connect 

and have fun with other “heart youth”. Last year our activities included:

Monster Mini Golf (which occasionally called for some dancing)!

A Christmas Party, which included decorating mini gingerbread 

houses, playing hockey (both street and air version), and partaking in 

a “white elephant” gift exchange.

Wall climbing and swimming at Vivo, followed by pizza and 

homemade heart-shaped cookies in celebration of heart month. 

Bowling, followed by pizza and cupcakes in celebration of Maddy 

Walker’s 1st year “heart-iversary”.

Dinner and the show, “Ferris Bueller’s - School of Rock”, at Calgary 

Jubilations Dinner Theatre, where the group was invited to join the 

cast onstage, and rock out to one of their musical numbers! 

A Lake Day at Midnapore Lake.

We are looking forward to another fun year.  Mark your calendars and 

plan to join us for the following upcoming events:

Saturday, October 14th:   Laser Tag

Saturday, December 9th:   Christmas Party / Zoo Lights

Saturday, February 3rd:   Heart Month celebration

If you are not on our email list to receive notices of our activities, email 

offbeats@heartbeats.ca to be added. Offbeats is open to all youth ages 12 

to 17 who have a heart condition and like to have fun!

Dates and times are subject to change, so please check your email for monthly updates. If you would 
like to receive information about upcoming events, please email info@heartbeats.ca. 

The Parent & Tots group offers support 
and information to families of young 
children living with CHD. Parents and 
heart kids (along with their siblings!) are always wel-
come to participate in a number of events throughout 
the year. 

The Parent & Tot group had a busy summer with a 
playdate in May, two playdates in July, two playdates 
in August, and one in September. These took place in 
all four quadrants of the city at beaches, spray parks, 
and the backyards of our amazing volunteer hosts. 
The next scheduled playdate will be in December, so 
watch for details of that closer to the date.For more details of upcoming playdates, to volunteer 

to host future events, or to be added to the mailing 
list to receive more frequent reminders, please email 
info@heartbeats.ca.

Heart to Heart Parent & Tot
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Donations made to Heart Beats Children’s Society of Calgary are used to pro-
vide information, resources and support to families living with congenital heart 

defects in Southern Alberta.  The following is just a few ways your donations have 
helped:

• Financial assistance to families traveling to Edmonton for their child’s heart surgery 
through our “Helping Hand Fund”;

• Supplemental equipment for the Alberta Children’s Hospital Cardiology Clinic;

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

• Items of encouragement for children undergoing extended hospitalization;

• Camp Scholarships for children with congenital heart disease.

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.  

Thank you to all our generous donors! Your support of our heart families is very much appreciated.

Your Support in Action
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Dr. Joyce Harder

Brad Heidt  
Through The United Way Of Calgary,  

Donor Choice Program

Cathy Howarth

Maria Sapieha  
 In Memory Of Vincenzo Sacco

Doris Siemens

Nolan Tario  
In Memory Of Alysha Oliphant

2017 Graduating Class  
Of Centennial High School

Accenture Canada Holdings. Inc.   
Through Benevity

Calgary Children’s Foundation

Canadian Pacific 

Conocophillips Corporation
Through Benevity

Fraternal Order Of Eagles – Calgary

United Way Of Central Alberta 

Donations received from May through August 2017

The following made donations in honor of  
Vittorio Borrelli’s 10-year Transplant Anniversary:

Vittorio Borrelli

Domenic Cimino

John Cimino

Lisa-Anne Cimino

Salvatore & Teresa Cimino

Tony & Sara Cimino

Amy Crofts 

Paul & Carmela Da Silva

Annette Demsky

Marco Di Stefano

Iris Evans

Frances Greco

Jill & Fortunato Greco

Debbie Hoffman

Kelley Hoffman

Piera Kastner

Anna La Marca

Dean & Dina Loria

Caterina Mangone

Toni & Dennis Saccomani

Anonymous
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CAMP DEL CORAZON
Four of our Calgary young people attended Camp del Corazon in California from August 24 to 28: return campers 

Isabelle, Korynn, and Maddie; and  first time camper Quinn. The best account of their experience is in their own 
words:

Quinn (age 10): “Camp del Corazon is a very exciting and fun experience. The island of Catalina is very 
beautiful especially from your own kayak! I can’t wait to go back next year!”

Maddie (age 16): “For me going to Camp del Corazon is like going to a second home. It’s where I can be myself and 
experience new things. This year was my second time going, I love camp and will continue going as long as I can.”

Isabelle (age 16): “I went to Camp del Corazon again this summer and I really enjoyed it. This was my third year. We 
do lots of fun activities there including kayaking, swimming, archery, and the high ropes course; my favorite is the giant 
swing. I have also enjoyed meeting new friends at camp and seeing them when I go back each year. I am excited to go 
back to camp next year for my final year as a camper.”

Korynn (age 16): “I wanted to go to camp again this year because I had so much fun, made so many amazing memo-
ries, and met so many awesome people in the past two years. One of my favourite parts of the day is when we do the 
Sunshine Dance before breakfast in order to make the sun come out and shine all day. There are so many fun activities 
and one of my favourites is the giant swing. Another thing that I really love about camp is how supportive everyone is. 
‘Challenge by Choice’ is the motto and it is really great to have people encouraging you on, while also knowing it is 
all up to you. I am definitely going back next year for my last year, and then hopefully as a counselor after that! If 
anyone is thinking of going, I highly recommend it! You will LOVE it!”

As parents, it is reassuring to be able to send your child to a camp that understands 
and accommodates their unique circumstances. As Leah (Maddie’s mom) shares:

“I am so incredibly grateful for the opportunity to send Maddie to a camp where 
she can have fun and just be herself without the pressures she often faces in her 
everyday life. At camp there are no worries about whether she can keep up, if she 
sticks out as being sick or different, if her scars show.

Maddie knows that at camp she is in a safe place, surrounded by caring and skilled 
staff, yet learning how to be independent and okay without her over-protective moth-
er (that would be me) hovering and attending to every detail of her life. She does a 
great job of it! I’m still figuring out how to let go, but each year it gets a bit easier. 

“Thanks to Heart Beats for supporting something so valuable to all of us!”

Camp del Corazon is free to attend; the only cost for campers is 
the transportation to Los Angeles.  Heart Beats has a camp fund 
to cover the airfare for first-time campers from our Heart Beats 
community. If you would like more information about this, email  
info@heartbeats.ca. For more information about Camp del Corazon visit  
www.campdelcorazon.org .  
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A Heart Journey
by Vittorio Borrelli

Hello Heart Families,
My name is Vittorio Borrelli and I was born with Te-
tralogy of Fallot and Coarctation of the Aorta. At elev-
en days old, I had my first heart procedure where the 
surgeons banded my pulmonary artery and repaired 
my coarctation. Shortly after my first surgery, my par-
ents met Johanna Cussigh in the waiting room of the 
cardiology clinic and she introduced them to Heart 
Beats. Heart Beats is exactly what my family needed 
at that moment. 

My next procedure came at 18 months old, where I 
had one stage of a Fontan Procedure (also called the 
Glenn Procedure) done at BC’s Children’s Hospital. 
The final stage of my Fontan Procedure was complet-
ed when I was two and a half years old and it came 
with some complications, which kept me in the hos-
pital for over two months. Thankfully, we had Heart 
Beats and all the heart families on our side during 
these tough times.

Some of my earliest memories are that of Heart Beats 
events. From fashion shows to Heritage Park after-
noons, we always had a good time. We forged family 
friendships during these times that are still strong to 
this day, over 28 years later. We have Heart Beats to 
thank for that.

After all my previously mentioned surgeries I did rela-
tively well with no complications until the age of five 
when I started having rhythm issues. For the next few 
years I would experience Atrial Flutter and Tachycar-
dia, which landed me in the hospital at least a few 
times per year. At the age of eleven I had my first 
pacemaker implanted to help correct my rhythm is-
sues. It seemed to work pretty well. The only problem 
was that I was using it so much that I had used up 
most of the battery on the device in less than a year 
and it had to be replaced. I had at least two more 

pacemakers after the age of twelve that I can remem-
ber, and with the development of pacemaker technol-
ogy, I was able to avoid some hospital stays. I even 
had a key-fob looking device that I could put over my 
pacemaker which could detect and eliminate certain 
bad heart rhythms. 

When I was eleven, Heart Beats started a youth group 
for CHD patients between the ages of eleven and sev-
enteen. At the time, the group had no name so at one 
of our first meetings we got to brainstorm a name for 
the group. In the end we came up with Offbeats. Ado-
lescence is a really hard time in life, especially when 
you are dealing with a life threatening condition, and 
it was great to have Offbeats as a safe space where 
we could all share our experiences with one another 
while also having fun doing all kinds of activities. The 
friends I made in this group are still some of the best 
friends I have and I even became roommates with one 
of them a few years ago! 
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In my later teen years, my condition had worsened to 
the point that the only option for my survival was to 
have a heart transplant. At the age of sixteen, I was 
sent up to Edmonton to get assessed for the transplant 
list and shortly after I was on the list. My health at the 
time was pretty stable so my name was pretty low on 
the list until just after my 18th birthday. While my par-
ents were celebrating their 25th wedding anniversary 
in Italy, I had fallen very ill and ended up in the hospi-
tal just a mere twelve hours after they had left for Italy. 
While in the hospital my name was bumped up the 
list due to my condition. Four weeks after my name 
got bumped higher on the list, I got the call that would 
change my life. 

It was late one evening, around 10pm, when I got the 
call and was told I had to leave right away because 
there was an airplane waiting to take me to Edmonton 
to have my heart transplant. With my parents still be-
ing in Italy, I told them I couldn’t go. After phone calls 
from my doctors and from a heart transplant recipient 
whom I had met earlier that year, I changed my mind 
and got on that airplane with my sister. When I arrived 
in Edmonton, my aunt and uncle met us at the hospital 
and waited with my sister and me until I got called to 
the operating room. 

The first thing I remember when I woke up was see-
ing my mom and realizing how much easier it was 
to breathe. That was 10 years ago now and I cannot 
imagine how my life would be, or if I would still be 
here, if it wasn’t for my transplant. Every day I wake up 
grateful for every breath that I take, and I am thankful 
for the amazing gift of life that my donor has given me. 

Since my transplant, life has been pretty amazing. This 
new heart has let me do things that I could not have 
imagined doing when I was younger, like 100+km 
bike rides and being able to travel with much less wor-
ry. This past year I was also given the opportunity to 
help lead the Offbeats group, with some other former 
members of  Offbeats, and what a blast that has been! 

Giving back and getting to meet the new generation of 
youths with CHD has been one of the most rewarding 
experiences of my life and I am so thankful that Heart 
Beats has given me this opportunity. 

In celebration of the 10th Anniversary of my transplant 
I figured it gave me another opportunity to give back 
to Heart Beats by throwing a fundraiser in support of 
Heart Beats. The night was blast! We had a wonder-
ful dinner and dance, alongside a silent auction with 
over 220 guests in attendance. In addition to being a 
fun night of celebration, we raised $12,750 for Heart 
Beats! 

There is no amount of words that I can say to 
thank everyone who has been part of this jour-
ney, especially Dr. Harder, Dr. Coe, Dr. Rebey-
ka and all the medical staff who have kept me 
alive all these years. Thank you to every-
body involved in Heart Beats as well, my 
family would not have been able to navi-
gate through all of this without you.

Colby Red
COLBY RED was the feature wine for the 
Vittorio’s 10th anniversary celebration. 
COLBY RED donated all the wine for the 
fundraiser, along with a 3 litre bottle for 
the silent auction.  COLBY RED is named 
after Colby Groom who is now 19 years of 
age.  Just prior to his 10th birthday he un-
derwent back-to-back open heart surger-
ies. Colby was inspired to raise money for 
heart research so “no kid would have to go 
through what he went through”. He asked 
his Dad, notable winemaker Daryl Groom, if 
they could create a wine together and donate 
the proceeds to heart research and charities. 
Today, COLBY RED has raised over $850 000.

Read more of this story at www.colbyred.com
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A Name Fit for a CHD Hero

HunterThe name “Hunter” means 
warrior, and Brian and Lisa’s 
three year old fits his war-

rior name perfectly.  Three weeks 
before Lisa was due to give birth, 
they received the most devastating 
news an expectant family could 
receive; they wouldn’t be taking 
their newborn baby home to his 
big brother, Clayton. He was go-
ing to be born with a broken heart. 

Hunter’s specific defect, known as 
Ebstein’s Anomaly, is defined as a 
rare congenital heart defect where 
the tricuspid valve is severely dis-
placed. The flow from his under-
developed right ventricle to his 
left ventricle is obstructed and his 
hypertension is extreme. They also 
discovered an atrial septal defect 
(ASD), a hole in his heart between 
the right atrium and left atrium. 
The cardiologist could not be sure 
how severe Hunter’s case would 
be, and the expectations of prog-
nosis were anywhere from not re-
quiring any type of intervention, or 
he could need oxygen for a period 
of time, or death was possible and 
open heart surgery fit somewhere 
in between. 

Hunter was born on November 
14, 2013 via C-section. He was 
born “blue” and his mom and dad 
were unable to hold him. He was 
worked on immediately and put 
into an incubator to be taken to the 
NICU. Shortly after Lisa was trans-
ferred to her recovery room, the 
cardiologist came to see how she 
was doing and let her know they 
were very worried about Hunter 
and needed to give him oxygen. 
All the devastated parents could 
muster was “Do whatever you can 
to save our baby.”  Later, when Lisa 
was strong enough, Brian wheeled 
her to Hunter’s cubicle. The fact re-
mained true in Lisa’s mind; her 9lb 
2oz baby did not belong amongst 
all these tiny babies. Here he was 
with a breathing tube, a central 
line, a feeding tube, and many 
more lines in his veins for IVs and 
medications. His monitor did not 
show a Q pulse, present in normal 
EKG’s.  The doctors desperately 
needed to keep Hunter sedated 
and the PDA open, which usually 
closes about 24 hours after healthy 
babies are born. This open ductus 
allows forward flow from his right 
ventricle, through his lungs, to his 
left ventricle. When Hunter was 
born, he had zero forward flow of 
blood. He could have easily not 
made it past birth. The heart is a 
very complex organ, without for-
ward flow life is not sustained. Al-
ready he was defying the odds. Ba-
bies are born with this incredible 
will to survive, and these doctors 
are born with this incredible will to 
save babies. 

Less than 24 hours was spent in 
the NICU in Foothills before being 
transferred to a more specialized 

hospital in Calgary, the Alberta 
Children’s Hospital, where Hunt-
er could be monitored and cared 
for more closely. Hunter spent the 
next 16 days at the Children’s in 
the NICU. He was very unstable 
and there were always a flurry of 
doctors in and out of his room. 
He was born with a lot more than 
the doctors bargained for. Along 
with severe Ebstein’s and massive 
heart failure, Hunter’s blood pres-
sure was double that of a normal 
healthy adult, his liver also ap-
peared to be in distress and en-
larged with elevated enzymes, his 
kidneys were starting to fail and he 
had a small bleed on his brain that 
needed to be routinely scanned. 
His parents just kept getting bom-
barded with medical term after 
medical term. About a week and a 
half into Hunter’s stay at the Chil-
dren’s the family was approached 
by the cardiology team. The doc-
tors believed the PDA being kept 
open was actually causing him to 
be sicker. Every Tuesday afternoon, 
all the cardiologists across Canada 
get together and discuss these heart 
babies. Hunter would be discussed 
at the next conference. Brian and 
Lisa anxiously awaited the out-
come. The result was that they 
were going to aggressively try him 
off the medication that was being 
used to keep that ductus open and 
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pray it closed. They were giving 
him 72 hours or Hunter would be 
transferred to the specialized heart 
hospital in Edmonton for surgery. 
The family’s prayers were not an-
swered. Hunter was going to be 
airlifted to the Stollery Children’s 
Hospital on Saturday November 
30. Friday night, Brian and Lisa 
stayed by his bedside, the fear of 
the unknown etched deep in both 
their faces. They held their pre-
cious baby while he was baptized.

Brian and Lisa, along with Brian’s 
parents, set out on what they hoped 
would be a short stay in Edmonton. 
Hunter’s older brother, Clayton, 
stayed behind with Lisa’s mom 
so he could finish out his school-
ing and hockey. The first two days 
in Edmonton were rough, they 
couldn’t get into the Ronald Mc-
Donald House and they really had 
no idea how long they were going 
to have to pay for a hotel room. 
Finally, Lisa’s perseverance paid 
off, and on the third day they were 
able to move into the RMH. The 
Ronald McDonald House allows a 
family to release some of that suffo-
cating pain of having a sick child. 
It is actually overwhelming how 
amazing that place is. One thing 
Brian and Lisa agreed on was the 
time they would spend there; ten 
days. It wouldn’t be more than that 
and they were certain they would 
be home as a family happy and 
healthy for Christmas. However, 
Hunter’s first Christmas was spent 
desperately fighting for his life, 
with his family by his side fighting 
just as desperately. They clung on 
to the little bit of normalcy they 
had with Clayton outside of the 
hospital. Luckily, his schooling and 

hockey were able to be transferred 
to Edmonton until further notice.

Hunter’s first open heart surgery 
was scheduled for Tuesday De-
cember 3. Lisa will never forget the 
hope in the eyes of Dr. Al Aklabi, 
who was going to try desperately 
to save her baby’s fragile life. This 
man, with incredibly steady hands, 
had already become a hero in their 
life. Hunter was gone for six ago-
nizing hours, anxiety bursting at 
the seams of the Stollery. Finally, 
the surgeon came out and told 
them Hunter had done a lot better 
than they expected him to. A huge 
sense of relief washed over the par-
ents and Lisa couldn’t contain her-
self, she jumped up and hugged the 
surgeon. It would be another long 
hour before the family got to see 
their baby. When they finally got to 
enter the unit there were doctors in 
a flurry around Hunter. They were 
working on getting Hunter stable, 
which was not looking good.  He 
would dip very low in his SATS 
very fast, they were doing every-
thing for him but it was not enough. 
Hunter coded in front of his par-
ents. OR lights and curtains were 
frantically being set up to prepare 

for surgery, and in Lisa’s oblivion 
she asked the nurse, “Is he going 
to be ok?”  In true ER fashion, the 
nurse responded, “They are doing 
everything they can.”  Dr. Al Akla-
bi was still at the hospital and had 
planned to stay all night to check 
on Hunter. He had already been 
paged twice in the short amount of 
time Hunter had been back from 
the OR and he made the decision 
to put Hunter on ECMO, a form of 
life support that would take over 
the function of his heart and lungs 
while Hunter was given a chance 
to recover and get his organs stron-
ger so they could hopefully work 
on their own.  ECMO requires at 
least 1 blood transfusion a day; 
Hunter has had upwards of 300 
units of blood pumped into his frail 
body. Normally, a baby is not kept 
on ECMO longer than 7 days, but 
Hunter’s run lasted 17 days. They 
tried to take him off after 5 days, 
but he would not tolerate it. They 
knew Hunter was going to die 
without another emergency sur-
gery. On the sixth day on ECMO, 
Hunter was taken to the OR. This 
surgery wasn’t typical; it was per-
formed on a whim with steady 
hands and desperation. The opera-
tion that Hunter’s surgeon decided 
on had never been attempted be-
fore, but it was worth attempting in 
hopes of saving this precious life.

This surgical procedure lasted 8 
hours. When Hunter came back 
from the OR he was still on ECMO. 
While ECMO can temporarily save 
your life, it may also permanently 
damage it. Hunter’s liver was not 
functioning properly, causing his 
skin pigment to be a greenish yel-
low. He was scheduled for a liver 
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biopsy to rule out any rare liver 
diseases. His kidneys were func-
tioning strictly by a machine called 
PRISMA, which ultimately caused 
complete organ failure. Hunter 
was skin and bones because so 
much fluid was being removed 
from his tiny body. His lungs devel-
oped pseudomonas, which turned 
into full blown pneumonia. The 
team needed to transfer Hunter 
off ECMO and on to a longer term 
machine called RVAD, which as-
sisted his right ventricle. They also 
needed to close his chest. After 
that OR visit, the surgeon came 
back and told the family he saw a 
lot of dead lung tissue and would 
be surprised if Hunter made it the 
next 24 hours. It would be this way 
for 3 months straight. Each organ 
failure was met with more fight-
ing power. The scariest one of all 
was the brain. The PCICU doctors 
kept telling the family that care was 
continuing for the simple fact that 
Hunter’s brain still had activity. On 
Thursday January 9, that all came 
to a screeching halt. Lisa answered 
the call and listened as the doctor 
on the other end explained they 
had found something on a routine 
brain ultrasound that required a CT 
scan. This urgent call sent Brian and 
Lisa scurrying back to the hospital. 
Dr. Meta, the neurologist review-
ing the CT scan pictures, wanted to 
meet with them. He showed them 
images of Hunter’s brain, the right 
side completely white. The doctor 
explained the white colour show-
ing up on the scan was blood. 
Blood was covering the right side 
of his brain and had started leak-
ing inside his brain. An immediate 
craniotomy intervention needed 

to take place in order to relieve 
the pressure the blood was caus-
ing on his brain. The parents were 
yet again given the choice of life or 
death. Little discussion took place; 
they chose life. They were going to 
give Hunter every fighting chance 
he had. It was unclear if Hunter 
would survive this surgery, how-
ever 5 grueling hours later, Hunter 
was returned to the unit. His head 
was very swollen and he had tubes 
draining blood from his head. He 
was more unstable than ever be-
fore. Everyone believed his fight 
was slowly coming to an end. On 
Saturday January 11, all hope was 
completely crushed for Hunter’s 
survival. His little body could not 
handle any more. The family had 
to start making arrangements to 
remove Hunter from his life sup-
ports. Like every day for the past 
3 months, they had to make that 
inevitable phone call to their fami-
lies. Brian and Lisa were making 
the most devastating decision any 
parents could ever be faced with; 
they were giving Hunter 4 days 
to prove he wasn’t giving up. The 
family prayed harder and longer 
than ever before.  

It’s funny how miracles work 
though. Hunter made a complete 
turn-around, he showed his parents 
he wasn’t ready to give up. They 
started rejoicing in the daily medi-
cal rounds that seemed to report 
positive news. He was tracking his 
mobile and was alert. Another fam-
ily meeting was scheduled and the 
family was asked their standpoint; 
Lisa looked at Brian and chok-
ing back tears replied, “As long as 
Hunter continues to fight, we will 
continue to fight.” The doctors all 

agreed that was the best decision. 
The road to recovery would not be 
simple. Structural seizures were be-
ing detected, which became quite 
frequent and concerning and he 
was quickly put on a therapeutic 
dose of medication to help control 
them. Hunter endured a surgical 
procedure almost every day and he 
received heparin, a blood thinner, 
to prevent blood clots. After the 
brain hemorrhage, heparin was un-
able to be used for at least 6 weeks, 
which put Hunter at a higher risk of 
clotting. During that time he also 
had two heart catheterizations. The 
results of both procedures were 
not promising. Despite the unsuc-
cessful attempts to get Hunter off 
his machine in the catheteriza-
tion lab, the surgeon and doctors 
felt Hunter needed the chance to 
prove his heart could function on 
its own. They also were giving him 
every fighting chance. In order to 
give him the chance for his heart to 
function on its own, they needed 
to get him off PRISMA and on to 
peritoneal dialysis catheter for his 
kidneys. This meant another sur-
gery and another chance. Finally, 
on Tuesday, February 18 Hunter 
accepted the challenge and his 
little heart worked without the as-
sistance of any machines! He was 
still on very close medical watch 
in case he needed to go back on 
the machine, but this was huge 
progress! Hunter’s mom and the 
man responsible for saving his life 
time and time again shared an-
other heartfelt embrace, this time 
initiated by the surgeon. Saturday 
February 22 would be the first time 
in 82 days they would hold their 
sweet baby in their arms and feel 
the beating of their warrior’s heart 

Hunter
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that had defied every odd against 
him.

A couple weeks after Hunter came 
off his heart machine, he also came 
off his kidney machine. After being 
intubated 4 months and 2 days, his 
doctors decided to extubate him. 
It’s rare that babies are intubated 
this long and there was a possibil-
ity that he may need to be re-in-
tubated. The family had faith that 
Hunter would handle extubation 
well, he was a warrior after all! Liv-
ing up to the meaning of his name, 
Hunter went from bi-pap to hi-flo 
within 48 hours without re-intuba-
tion. At this point, 146 days into 
their Edmonton stay, Hunter no 
longer needed the critical care that 
ICU offers. On Saturday, April 6, 
after 5 months spent in ICU fight-
ing desperately to live, Hunter was 
finally being transferred back to his 
home city.  

Hunter spent 2 more months in 
the Children’s hospital in Calgary.  
He was subjected to many more 
tests the first day back, EEG, MRI, 
ultrasound for head and kidneys, 
and echo, to name a few. During 
the MRI, the neurologist discov-
ered Hunter had suffered 2 deep 
strokes. Brian and Lisa took solace 
in Hunter’s strength and each other, 
and remembered how far they had 
truly come. Hunter would always 
need specialized help along the 
way and they could deal with that. 
Their baby had made it through the 
battle for his life and that’s all that 
mattered.    

Hunter’s heart has often been de-
scribed as “beautiful” by his cardi-
ologist, Dr. Meyers. She calls him 

her miracle baby. Since Hunter’s 
discharge from the hospital just shy 
of 8 months old, he has unfortunate-
ly been admitted numerous times 
for his severe epilepsy and chronic 
lung issues. It is a constant struggle 
with medication and doses, the epi-
lepsy being resistant to medication, 
and the huge risk of sudden death. 
He underwent another emergency 
brain surgery in October of 2016 
and the hopes for being seizure 
free were almost reached. Sadly, 
the never ending battle continues 
and being seizure free is just out of 
reach. Other options are being ex-
plored, it’s just not an easy thing to 
deal with or treat. Along with his 
struggle with seizures, Hunter also 
has a chromosomal abnormality, 
severe global developmental de-
lay, a prominent tongue tie, a sig-
nificant brain injury, he has feeding 
difficulties, and is primarily fed by 
NG tube. He has not mastered sit-

ting, standing, crawling, or walking 
yet, but his family has high hopes 
that he will do something amaz-
ing one day. Brian and Lisa have 
since welcomed another bundle 
of joy into their family; a bouncing 
14 month old baby boy, Sawyer. 
Together, all three of the brothers 
share an incredible bond. Hunter 
and Sawyer often communicate 
in baby babble, and during Hunt-
er’s meltdowns you will often find 
Sawyer consoling him with differ-
ent stuffed animals.    

Hunter and his family have already 
inspired many people and have 
often been told how strong they 
are; living life to the fullest with 
three boys. Keep fighting, my fel-
low heart families, you are stronger 
than you believe! 
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Kids Up Front
Heart Beats is pleased to be partnered with Kids Up Front 

Calgary, an organization that collects and distributes event 
tickets to children’s charities.  Many of our “heart families” regu-
larly enjoy free tickets to hockey and football games, Stampede 
passes, concerts, movies and live theatre. 

If your heart child is under 18 years of age, you can sign up to 
receive email offers to these and other exciting events.  Please 
contact Jen Beleshko at info@heartbeats.ca for more informa-
tion.

One little ticket, one big lift.

Staying in touch with other heart families and joining 
in fascinating conversations has never been easier!  
Our Facebook group is always growing, so stay in the 
loop by searching Heart Beats from your Facebook 
page or click on the link at our website to become a 
part of this expanding group. 

Find us... on Facebook....

...& on Twitter
Heart Beats is now on Twitter!  Staying on top of 
community news and upcoming events has never 
been easier.  Simply follow our tweets at: twitter.
com/HeartBeatsChild.

This year for our son Teddy’s heart anniver-
sary, we got a group of friends together and 
volunteered for the Ronald McDonald House 

“Home for Dinner” program, which involved plan-
ning a meal, shopping for ingredients, and cooking 
brunch for over 50 people staying at RMH. This 
program relieves the stress and financial burden 
for families while giving them back some time to 
spend together. Volunteers can sign up to cook a 
dinner any day of the week or the option of brunch 
is available on weekends, and two members of 
the group must attend an orientation before con-
firming a date. Our family always appreciated 
the home-cooked meals we received during our 
stay at RMH during Teddy’s heart surgery, and it 
was a great way to give back and provide support 
to families with children experiencing their own 
health issues. More information can be found on 
the Ronald McDonald House Charities website or 
by calling 403-240-3000.

Scott Merralls
Home for Dinner Program
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The Fraternal Order of Eagles is an international 
non-profit organization, and I am an executive 
member of F.O.E. Aerie #2098 Calgary. The Eagles 

give over $10 million each year to local charities, and 
our presidents are allowed to designate a charity of 
their choosing for their time in office. I am the current 
President and have selected “Heart Beats Children’s 
Society” as my charity to support.

Why did I choose Heart Beats? You see, I had a 
congenital heart defect. I had a life before I knew I had 
heart disease. I played all the sports and was very active 
throughout my school years, and I started smoking 
cigarettes at age fifteen. I also grew ten inches taller 
from the beginning of grade ten to the beginning of 
grade eleven. I was 16 when my symptoms manifested; 
shortness of breath, ashen complexion, general feeling 
of unease, and the panicked look in my eyes. The first 
true event that I remember happened when I was on 
an island vacation with my mother and it was over two 
days until I could take a ferry to the local hospital. Four 
hours and a multitude of tests later, the ECG showed 
wild fluctuations in heartbeat depending on body 
position; resting at near 48 beats per minute, sitting up 
to near 320 bpm. I left with a ream of printouts and 
paperwork for my family doctor and instructions to 
take it easy the rest of my holiday. I had a preliminary 
diagnosis of cardiac arrhythmia, but the hospital was ill 
equipped for this type of thing. Because my pulse was 
strong, it was not considered life threatening.

Thus began a four year struggle that started with the 
assertion that I was ‘on drugs’ by my family doctor and 
ended with a diagnosis of a form of 

s u p r a v e n t r i c u l a r 
tachycardia and an 
ablation surgery at 
the Ottawa Heart 
Institute two days before 
Christmas, 1994. I was 
home for that Christmas 
that year and I am fortunate 
to be living my life in the ‘after 
heart problems’ phase. Granted, my issues were minor 
in the grand scheme, but I want the charity I chose to 
be personal. I want to help people who have dealt with 
some of the same things I have. I want to aid the burden 
in whatever way possible.

 I am just starting out on my journey through the Eagles 
and I hope to keep Heart Beats as my charity of choice 
throughout.

SHARE YOUR STORY

We invite you to share with us your experience 
with congenital heart disease. We would like to 
hear from parents, children, teens, and adults who 
themselves have a CHD. Your story may provide 
the encouragement and support to other families. 
For assistance in preparing your story, or to submit 
your story, contact the Newsletter Coordinator at  
newsletter@heartbeats.ca

23 Years Later…
     by JEREMY STINSON 
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                                 WCCHN Update
WCCHN Coordinator Announcement: 

We are very pleased to announce the appointment of Dr. Brian Sinclair as the Chair of the Western 
Canadian Children’s Heart Network. He will begin on September 30, 2017. Dr. Sinclair is a 
graduate of the University of Calgary, where he completed his medical degree. He completed his 
fellowship in Pediatric Cardiology at the BC Children’s’ Hospital in 1994. Currently, Dr. Sinclair 
provides a wide spectrum of care to pediatric patients as a Pediatric Cardiologist at the Victoria 
General Hospital in Victoria, BC. His care includes fetal echo and counselling through to transition 
and young adult congenital follow up. 

Website: 

www.westerncanadianchildrensheartnetwork.ca 

Results of the1st Annual WCCHN Photo Contest, themed “Working Together”:

We are pleased to announce that Elina Williams, RN at the Stollery Children’s Hospital, and her family are the grand prize 
winners. This picture will be the main feature/theme in the upcoming WCCHN Annual Report and be posted on our website 
within the next couple of months.

It was a tough choice to pick the winner, which is why, while reviewing the entries; we added another category for the photo 
contest	–“Most	Creative”.	The	Most	Creative	Photo	goes	to	a	group	of	nurses	at	the	Stollery	Children’s	Hospital.

Both set of winners will receive a gift basket from the WCCHN Office. Feel free to take some great shots over the next year to be 
able	to	submit	for	next	year’s	photo	contest.	Who	knows	–	you	could	be	the	winner	of	the	next	WCCHN	Photo	contest,	which	
will occur annually. Thank you to all participants in this year’s Photo Contest!

Our Partners

We are thrilled to announce that registration is open for the conference “GROWING UP 
WITH HEART DISEASE: JOURNEYS”.  This collaborative conference, for heart families 
and heart professionals, is being held November 4-5th, 2017 at the Chan Centre for 
Family Health Education, next to BC Children’s Hospital.  
Register online at https://www.chnevents.org
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COMMUNITY UPDATES
What’s new with your heart child and family? Send us your pictures, stories, updates and achievements (big or 

small) so we can acknowledge and share them with the community! Will your heart child be celebrating a 
birthday this winter?  Let us know by December 1, 2016 so we can acknowledge their special day.  Please email 
to newsletter@heartbeats.ca  for inclusion in our next newsletter.

Happy birthday to these  
very special kids! 

Emmett celebrated his one year heart-iversary on May 
2nd, and turned two years old on September 4th.

                                 WCCHN Update
WCCHN Coordinator Announcement: 

We are very pleased to announce the appointment of Dr. Brian Sinclair as the Chair of the Western 
Canadian Children’s Heart Network. He will begin on September 30, 2017. Dr. Sinclair is a 
graduate of the University of Calgary, where he completed his medical degree. He completed his 
fellowship in Pediatric Cardiology at the BC Children’s’ Hospital in 1994. Currently, Dr. Sinclair 
provides a wide spectrum of care to pediatric patients as a Pediatric Cardiologist at the Victoria 
General Hospital in Victoria, BC. His care includes fetal echo and counselling through to transition 
and young adult congenital follow up. 

Website: 

www.westerncanadianchildrensheartnetwork.ca 

Results of the1st Annual WCCHN Photo Contest, themed “Working Together”:

We are pleased to announce that Elina Williams, RN at the Stollery Children’s Hospital, and her family are the grand prize 
winners. This picture will be the main feature/theme in the upcoming WCCHN Annual Report and be posted on our website 
within the next couple of months.

It was a tough choice to pick the winner, which is why, while reviewing the entries; we added another category for the photo 
contest	–“Most	Creative”.	The	Most	Creative	Photo	goes	to	a	group	of	nurses	at	the	Stollery	Children’s	Hospital.

Both set of winners will receive a gift basket from the WCCHN Office. Feel free to take some great shots over the next year to be 
able	to	submit	for	next	year’s	photo	contest.	Who	knows	–	you	could	be	the	winner	of	the	next	WCCHN	Photo	contest,	which	
will occur annually. Thank you to all participants in this year’s Photo Contest!

Callen is celebrating the completion of his Fontan! He rocked it! 
Surgery took 2 hours,  and he was awake and ready to have water 
within an hour of coming out of the OR!

Leon celebrated his first birthday on September 20th 
and had his first birthday party with family and friends. 
Leon was born with large PDA and pulmonary hyper-
tension. He had his surgery done the end of January 
and is recovering. We appreciate the incredible care 
from Dr. David Ross and Dr. Erika Vorhies and nurses 
who had helped us. We hope Leon continues to thrive!

Our little monkey, Finn Twohig, turned 2 on September 23. He 
has had such a great year learning to run, climb, jump and ride his 
bike. We can’t wait to see what the next year will bring!

Eysen Burgess turned 3 years old on October 4, 2017.

Isaac celebrated  his 3rd birthday on October 
4th. He loves to ride his bike, climb, and read 
books with his sister.

Roman turned 10 on October 9th. He’s a fun loving 
kid who likes scooters, skateboarding, Minecraft and 
spending time with his BFFs.
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Grayson turned 5 on October 10th.

Jacob celebrated his 8th birth-
day Oct 18!

Our amazing Keaton turned 4  October 19! 
He had another cath procedure last December 
and has been doing fantastic since then, even 
having time for a western Canadian tour 
to Yukon, BC, and Saskatchewan. He also 
discovered Peter Pan this year and loves 
playing pirates with his little brother. Happy 
Birthday to our big boy.

Wilson is celebrating his 3rd birthday 
November 6th and also celebrating his 
3 year heart anniversary on November 
17th.  He was just recently cleared from 
cardio for another year and will be starting 
pre-school at Providence in September.

Xander William Hesketh was born with Hypoplastic Left 
Heart Syndrome (HLHS). He is, and always has been, a 
beaming ball of energy! This November 3rd will mark the 
first anniversary post Fontan, just before his 3rd birthday 
November 11th. He likes to eat, play, and love those around 
him. Xander means “Defender of Men”, and he certainly is 
a little warrior! We are thankful for every day he shows us 
how strong he really is.

Teddy will be celebrating his 3rd 
birthday this December


