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We have a lot to celebrate! Two dec-
ades ago, a compassionate group of
parents founded the Heart Beats
Children’s Society of Calgary, and
2007 marks our 20th anniversary.
Two decades of care, support, ser-
vice, generosity and gratitude of-
fered entirely by a collective of vol-
unteers is worth taking note of!

Join us!
Sunday, February 11"
2-4pm
new Alberta Children’s Hospital
fourth floor, conference room 2

This family-friendly event will include
activities for children, cake and bev-
erages. You'll also have an opportu-
nity to tour the Cardiology Clinic at
the new Alberta Children’s Hospital.

On this day, we also
mark the ninth time
Calgary’s mayor has
made an official proc-
lamation calling at-
tention to families
living with congenital
heart defects in the
region, and the pro-
fessionals who serve
them. This year, |
Mayor Bronconnier ﬁ i
has extended Con-
genital Heart Defect
Awareness Day to an
entire commemora-
tive week. In this
(Continued on page 2)

It takes a lot to maintain the vitality of a grass roots
organization like Heart Beats!

Over the years, the needs of the community we
serve, and from whom we solicit our support, has
changed, and our small executive team is beginning
to consider what Heart Beats’ long term legacy
might look like. We need your involvement!

Heart Beats activities often fly under the radar, and
you might not immediately assume that you have
something to offer, or a reason to connect. In this
issue of Keeping The Beat, be sure to check out the
many invitations for your participation.

Heart to Heart

Heart to Heart is a new group
for parents of children with con-
genital heart defects (CHD).
Beginning in January 2007, we
will meet once a month for cof-
fee, etc. and a chat about par-
enting children with CHD.

Heart to Heart is open to par-
ents of children of all ages,
whether they are infants, tod-
dlers, elementary age, or teenag-

At thereading of the 2006 Mayoral Proclamation in the city hall
atrium, Alderman Andre Chabot added a personal note, revealing that
hisown mother, years after her own children were grown, was diag-
nosed with a CHD, that, later in life, needed, and received, repair.

I tor: Andre Chabot, Patty Wiebe, | sabelle Wiebe, Laura Thurber-Larsen,
Norma Becker, Heidi Smethurst, Cindy Bablitz

ers. Parents with children at
home are welcome to bring them.

Come to meet other parents, to
ask questions about caring for
and raising children with CHD, to
share your knowledge and ex-
perience, and to enjoy some cof-
fee and goodies.

Check out page 5, inside, for de-
tails on meeting dates and loca-
tion.

(Continued on page 7)




Offiaa P rodamation

Congenital Heart Defects (CHD) isthe leading cause of infant mortality and af -
fects one out of every 100 babies born. Of these, 60 percent develop critical and
life-threatening lesions that need repair in the first year of life. Prior to 1945, the
mortality rate for this group was 90 percent, with the remaining 10 percent dying
before 21 years of age. Today, thanks to advances in medical technology, more
than 75 percent of infants born with congenital heart defects reach adulthood. The
aim of Congenital Heart Defect Awareness Week is to raise awareness about con-
genital heart defects and the impact that they have on children and their families.

THE CITY aF

CALGARY

Whereas. An estimated 200,000 Canadians have CHD of which, approximately 10,000 reside in Calgary;

Whereas: The establishment of CHD clinics has helped ensure that children receive the specialized care they re-

quire as they grow into adulthood;

Whereas: Increasing public awareness will help ensure that needed services continue to be developed, and that on-
going research into the treastment of CHD is supported.

On behalf of City Council and the citizens of Calgary, | hereby proclaim the week of February 7 — 14, 2007 as:

Congenital Heart Defect Awareness Week

Dave Bronconnier
Mayor

Your Support in Action

Each year, one of the ways Heart
Beats puts your donations into action
is by sponsoring a few families from
our community with gifts and grocer-
ies at Christmas. For many families,
an unfortunate side effect of dealing
with a child living with a congenital
heart defect can be the financial bur-
den inherent in either additional care
costs or in missed income as parents
tend to their child’s needs.

“You all have made this Christmas a
bit easier for us,” says one grateful
mom.

This year, Heart Beats confidentially
sponsored three families, offering
support to five parents and five chil-
dren.

“l can only imagine the delight of a
child opening an unexpected, but most

wished for, Christmas gift; or the
relief of a parent knowing there
would be some packages under the
tree and a Christmas dinner to enjoy,
but the image has warmed my heart
and comforted my spirit,” says Heidi
Smethurst, one of Heart Beats’ long
standing volunteers and executive
team member.

Say another family, “Thank you for
making our Christmas so very memo-
rable and special, as this was our first
year together as a family at home.”

Your ongoing financial support helps
us help other families like you, living
with CHD, and appreciating the sup-
port Heart Beats offers through a

tough time.

(Continued from page 1)

Heart Beats Celebrates

proclamation, we join thousands of
communities in Canada, the United
States and around the world likewise
advocating for awareness about CHD.

If you have a child with a congenital
heart defect, you are encouraged and
welcome to attend — whether or not
you have attended any previous ac-
tivities or been in touch with Heart
Beats before. We look forward to
meeting new families, as well as re-
connecting with families who have
been associated with Heart Beats
and/or attended Heart Beats events
over the past 20 years.

Please RSVP to Patty Wiebe by e-
mail at pattylwiebe@shaw.ca or
phone 256-7423 by February 6
please.

We wish you’ll come.

Page 2

Keeping The Beat




Chinexe Cardiac Nurse Specidid Joeeks a

Conference

by Cindy Bablitz
I am grateful.

My first child was born with a poten-
tially fatal heart defect. This past
December 10" marks the seventh
anniversary of his life-saving surgery.
We live in a part

of the world

mothers and fathers of children born
with CHD she interviewed.

“There is no public research on the
parents’ experience of caring for a
child with CHD in China,” explains
Ying, whose documented interviews
may represent a first step on this
progressive path.

where information,
surgical and medi-
cal intervention
and family support
are abundant.
What good for-

“Thereisaknot in my child’s
life and everything will be
ok if itisuntied.”

In China, where
legislation enforces
a one-child rule,
mothers who give
birth to a daughter

Xiv'smum | are already socially

tune was our
birthright.

At the Growing Up With Heart Dis-
ease Conference in Vancouver in May,
2005, keynote speaker Ying Gu re-
minded all in attendance how very
fortunate indeed we are to be par-
ents in Canada.

Ying Gu is the head nurse of the Car-
diac Intensive Care Unit of the Chil-
dren’s Hospital of Fudan University, in
Shanghai, China. She is a role model
and mentor at one of China’s most
prestigious medical training facilities,
and an integral member of the part-
nership between the BC Children’s
Hospital and Fudan University.

In her pausing English, in a room riv-
eted on Ying’'s humble and slight stat-
ure, this ambassador shared her
sometimes heart-wrenching experi-
ence being a cardiac care nurse in a
country far removed from the high
tech, advantaged western world many
of us take for granted. Ying told of
her personal experiences as an agent
for change in a country where family-
centered care is not yet embraced,
sharing feedback from a group of 14

compromised, as

sons are preferred.
When a child comes to be diagnosed
with a congenital heart defect, the
stigma of birthing a defective child
can bring fear and dishonour to a
mother ... and if that child is a
daughter, the shame on the family
can create social obstacles almost
insurmountable.

“It is like someone took away all of
my thinking, and my brain is empty,”
said Xing’'s mum.

“I cannot think about it, so | work
and work and work and hope | can
escape it.”

Little is yet understood about con-
genital defects in the population at
large in China.

Ying explains, “Some parents feel
guilty that they caused the CHD.”

The cost to repair what western
pediatric cardiac surgeons today
consider “routine”, a Ventricular
Septal Defect repair, including a
seven-day hospital stay, can cost a
family the Canadian equivalent of
$4-5,000 ... with typical monthly in-

comes ranging from $156 - $1,563.
The financial burden, in a country
with no universal health care bene-
fits, can strap an extended family for
years —and the cost of repairing a
daughter born with CHD is often per-
ceived as not worth it. Adding to the
cultural bias against treatment for
CHD is that parents are given a sec-
ond chance from the one-child policy.

Ying explained that mothers will of-
ten experience pressure from their
in-laws to alleviate the heavy financial
toll of heart surgery by letting their
first, sick child die, and to try for a
second, healthy baby.

“l wish | could take my child to the
doctor sooner, but to collect a big
amount of money is like to ask me to
fly to the moon,” grieved one father.

(Continued on page 4)
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(Continued from page 3)

Even when a family is able to muster
the courage and fortitude to pursue
diagnosis and treatment for congeni-
tal heart defects —something pro-
foundly difficult especially for rural
families —so little regard is given to
family-centered care, (as so little is
understood about its importance)
that parents often suffer needless
additional worry once their child is
taken into the medical system. Unlike
our experience in North America, and
in most westernized nations, parents
in China are not coddled with explana-
tions and information about the medi-
cal process and care of their child.

“In China, thereisno
24-hour parental visitation
allowed in the CCU
because there is no support
for the evidence-based value
of bedside parenting
attendance’

Said one parent Ying interviewed, “It
seems like a game; if my child is lucky
enough, we win the game.”

And another, “I'm not sure if my child
needs the operation.”

It's not that surgical and medical
staff in China are dispassionate about
their care, for of course, they are

devoted profes-
sionals giving their
life’'s work to the
children they
serve, rather, that
care and attention
to the patient is
considered para-
mount. And, staff-
ing, time and other
resources often
don’t allow for at-
tention to be ex-
tended beyond the critical care needs
of the child. At the Children’s Hospi-
tal of Fudan University where Ying
works, for example, the Cardiac In-
tensive Care Unit is outfitted with
eight beds, 12 nurses and three inten-
sivists. And that staffing isn’'t per
shift —that’s total. Twelve nurses
must divide their time for the care of
eight pediatric heart patients, 24
hours a day, 365 days a year.

As anyone who has sat by their baby’s
bedside in the NICU or PICU can
guess, perhaps one of the most heart-
wrenching quotes Ying shared came
from a father who obviously did not
understand that babies are kept un-
conscious with medication immedi-
ately following open heart surgery.

“| felt my spirit was outside my body.
We got up 15, 16 times in one night
just to stand outside CCU to hear if
she was crying.”

Ying explains, “In China, there is no
24-hour parental visitation allowed in
the CCU because there is no support
for the evidence-based value of bed-
side parenting attendance.”

One hundred and fifty thousand new
cases of CHD are diagnosed per year
in China, and pediatric cardiovascular
surgeries are increasing at a rate of
10 — 20 per cent per year.

“But staffing isn’t keeping pace,” says
Ying.

Cooperative ventures like the one be-
tween the Children’s Hospital of Fu-
dan University and the BC Children’s
Hospital are improving education and
access. As parents of children born
with CHD, we can empathize with our
brothers and sisters across the
globe, and hope that families in China
one day enjoy the full privileges of
family-centered care we enjoy here.

“Treatment will cost a lot of money,
but I can earn more,” says Hui’'s mum,
adding, “This child will only be in this
world once, and since | gave her life,
I must be responsible for her ... even
if I have to sell my blood.”
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2007 Growing Up With Heart Disease Conference
Coming To Vancouver in May

The Sixth Biennial Growing Up With
Heart Disease Conference will take
place on May 12 and 13, 2007 at
the BC Research Institute for Chil-
dren's and Women's Health on the
site of BC Children's Hospital in Van-
couver, BC. This is a collaborative
conference for families and profes-
sionals by families and professionals
and offers exciting and informative
sessions on issues related to living
with congenital heart disease.

This year's conference will showcase
topics that highlight the multidimen-
sional aspects of congenital heart
disease. Guest speakers will share
their experience and expertise on a
wide variety of topics relevant to liv-
ing with congenital heart disease in-
cluding advances in fetal cardiac sur-
gery, interventional catheter - valve
implantations, cardiac research, un-
derstanding diagnostic tests and pro-
cedures, medical error reporting, ad-

Vancouver is a safe and cosmopolitan city nestled between the Pacific Ocean and the
hovering peaks of the Coastal Mountains. The Growing Up With Heart Disease: To-
gether We Can! conference is held on the site of the Children's and Women's Health
Centre, minutes from beautiful downtown Vancouver and 20 minutes from the airport.
For a detailed listing of accommodations and attractions in the conference area contact

Tourism British Columbia at 1-800-663-6000.

Western Canadian Children’s Heart Network

On behalf of the Heart Beats Children’s Society of Calgary, and all the families
we serve, Tracey Contrada and Heidi Smethurst volunteer as liaisons with the

Western Canadian Children’s Heart Network, a network of professionals and
families in Manitoba, Saskatchewan, Alberta and British Columbia

During the course of 2006 the WCCHN Family Advisory Commit-
tee's initiatives included the investigation of federal and provincial
support options for out-of-province care for families. This initiative
is currently ongoing and results and information will be updated on
the WCCHN website (www.westernchildrensheartnetwork.com) un-

der Resources and Links - Financial Support.

“In our research, we discovered that most families are not aware of
what support they can access,” says Tracey, adding, “Families should
make sure they check the WCCHN site regularly.”

(Continued on pagé)

vocacy,
coping

strate- . -
gies, and

pain man-

agement.

The con-

ference will also include a session,
Behind Closed Doors, an opportunity
to tour the operating room.

Youth with heart disease and their
siblings 13 — 19 years of age are in-
vited to participate in the confer-
ences Youth Forum. This active and
growing component of the conference
is packed full of fun.

Qualified early childcare educators
and assistants will provide care for
children from infants to 5 years and a
Children's Program for children 6-13
years. The child care centre is lo-
cated at the adjacent GF Strong
Building. Lunches and snacks will be
provided. Infants in arms are welcome
during the conference.

Co-chairs for this event are Colleen
Corder, Provincial Coordinator of the
Children’s Heart Network and Mary
Spencer, Clinical Nurse Specialist at
the BC Children’s Hospital. Registra-
tion can be completed online, at
www.childrensheartnetwork.org/conf

erences.asp

or by contacting Colleen Corder at 1-
877-833-1773, or by email:
chn@childrensheartnetwork.org

Heart Beats highly recommends this
excellent conference! Contact us if
you have questions about how we may
support your attendance.
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