
MARCH/APRIL 2017

PLUS: 

Depression after 
a heart event

Heart-healthy 
Cooking Oils

FOR MANAGING 
YOUR CHILD’S 
HOSPITAL STAY

heart 
DEFECT

SLEEP

MEDICATIONS

heart 
WARRIOR

rounds

n rses

C        FFEE

L O 
V E

HOSPITAL

comfort



The Mended Hearts, Inc. 
Board Of Directors 2015-2017
President, Donnette Smith

Executive Vice President, Millie Henn

Vice President, Patrick Farrant

Treasurer, Randy Gay

Regional Directors
Lynn Berringer, Southwest
Cathy Byington, Midwest
Priscilla Soucy, Northeast
Gerald Kemp, Mid-Atlantic
Ron Manriquez, Western
Bob Oberfield, Rocky Mountain
Jana Stewart, Central
Fredonia Williams, Southern

Margaret Elbert, Past Presidents’ Council
Gus Littlefield, Immediate Past President
Kathy Boyd David, Board Member
Tina Sampath, Board Member 

Staff
Andrea Baer, Director of Patient 
Advocacy

Marcia Baker, Director, Corporate 
Development & Programs

René Battles, Manager of Field Services

Michael Dealey, Database/Technical 
Support Manager

Janette Edwards, Director of Operations

Jessica Iga, Member Services Coordinator

Jodi Lemacks, Mended Little Hearts 
Director 

Norm Linsky, Executive Director

Mandy Sandkuhler, Manager, 
Communications and Field Services

Sheila Todd, Accountant

Tierney Wright, Program and Corporate 
Development Coordinator

Heartbeat, the national magazine of The Mended 
Hearts, Inc., a nonprofit organization, is published 
six times per year by The Mended Hearts, Inc.

Editor, Melanie Medina 
Art Director, Ben Carpenter 
Graphic Designer, Whitney Holden

Ad Sales, Adam Weiss, (817) 908-7827,  
adam@madisonmilesmedia.com

Contributing Writers: Scotty Brewington, Heather 
R. Johnson, Monique M. Rogers, Stephanie 
Stephens, Camille Torres

Letters of inquiry and publication are 
encouraged. Materials should be sent to 
Heartbeat, The Mended Hearts, Inc., 8150 N. 
Central Expressway, M2248, Dallas, Texas 75206, 
1-888-432-7899. 

The publishers and editors of Heartbeat cannot 
assume responsibility or liability for the return 
of unsolicited photography, artwork or written 
materials.

For subscriptions to Heartbeat, see the 
registration form in the center of the magazine. 
No part of this publication may be reproduced 
without the permission of The Mended Hearts, 
Inc. ©2017.

Mended Hearts, Inc. assumes no responsibility 
for claims arising in connection with products or 
services nor endorses any products or services 
advertised in Heartbeat.

Mended Hearts has created a helpful 
series of digital tools for patients 

and caregivers facing common heart 
conditions. These handy GoToGuides 
can be downloaded and printed or 
viewed online. The online versions 
feature interactive tools such as videos, 
quizzes, downloadable fact sheets and 
more. GoToGuide topics include:

• Heart Attacks

• Valve Disease

• AFib and Stroke

• Chronic Heart Failure

• Depression and Your Heart

• High Cholesterol and FH

Find them all at  
MendedHearts.org.

Get Your GoToGuides on Heart  
Attacks, Valve Disease and More
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 10 From the Front Lines: Moms Share Advice on  
Managing a Child’s Hospital Stay 
Stress and anxiety come with the territory of caring for a 
child in the hospital. Here are some tips from heart moms 
who’ve been there, done that. 

 14 Searching for Sun 
Three Mended Hearts members share personal accounts of 
depression and how they look for light after their diagnoses.

 20 Oil You Need to Know 
Healthy oils have an abundance of good fats. Here’s how to 
choose ’em and how to use ’em. 

On the Cover: For our March/April issue, 
we wanted  to convey the busyness and 
chaos that parents feel when they’re 
caring for a child in the hospital, but 
not in a way that would come across as 
dark or scary — not an easy task! But 
madison/miles media designer Whitney 
Holden  was up for the task. We hope 
you like Whitney’s design, which she 
carries over into the accompanying 
feature story, beginning on page 10.
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Advocating 
for Patients

These past few months have been quite trans-
formative. In the United States, we’ve inaugurated 
our 45th president, which will undoubtedly affect 
heart patients. While it’s unclear exactly how the new 

administration will change the health care landscape, Mended 
Hearts and Mended Little Hearts remain steadfast in our mis-
sion to help heart patients and their families.

 We do this not by visiting patients, but also through advocacy: 
working to influence polices that will lead to better access to 
quality care for all patients, faster access to new medications and 
medical devices, and more equality in care among all income 
levels and ethnicities. 

 You can keep up with the MH and MLH advocacy efforts by 
joining our Patient Advocacy Network. PAN was formed so that 
patients, moms, dads, caregivers, children and family members 
can bring a united voice to the issues that affect cardiovascular 
patients and their loved ones. 

 And while our nation has a new leader, so does our own orga-
nization. Norm Linsky accepted the role of Executive Director 
in January. Many of you know Norm through his activities with 
MH and MLH over the past decade. 

Norm has a background in health policy, and began his 
career in the planning and health education offices of several 
NIH institutes, including the National Heart, Lung and Blood 
Institute. Norm also worked in market research and educational 
program design at the American College of Cardiology. Before 
accepting this position, Norm spent 16 years serving as executive 
director of two medical specialty societies.

Norm is also a volunteer for Chapter 94, in DC/Maryland, where 
he became chapter president late last year. He also served on the 
Mended Hearts National board last year. Welcome aboard, Norm!

Donnette Smith
President
Mended Hearts

While it’s unclear 
exactly how the new 
administration will change 
the health care landscape, 
Mended Hearts and 
Mended Little Hearts remain 
steadfast in our mission. 
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Primary Care Physicians 
Weigh In on ‘Obamacare’

We’ve heard much debate 
among politicians about the 

Affordable Care Act (ACA), which is 
often referred to as “Obamacare,” but 
what do physicians think about it? 

Thanks to a survey conducted earlier 
this year by the New England Journal of 
Medicine, we do have some insight into 
the opinions of primary care physicians 
(PCPs). 

 When asked, “What would you like 
to see the federal policy makers do with 

the Affordable Care Act?,” 15% of PCPs 
indicated that they wanted the ACA to 
be repealed in its entirety. (By compari-
son, a similar survey conducted after the 
election by the Kaiser Family Foundation 
showed that 26% of the general public 
wants the law repealed in its entirety.)

This chart provides an overview of 
PCP’s responses to other questions about 
the ACA. We encourage you to check 
out the full report from NEJM at http://
hubs.ly/H061cXV0.  — MM

HEALTH INSURANCE

• Primary Care Physicians 
Weigh In on ‘Obamacare’

• Health Risk Calculators: 
A tool, Not an Absolute

• Married Adults More 
Likely to Survive 
Stroke, Study Says

• Adrenaline Saves Lives 
During Cardiac Arrest

• And More...

PULSE  
CHECK
KEEPING THE BEAT ON HEART INFO, NEWS AND PEOPLE.
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This graph shows 
the percentage 
of primary care 
physicians who 
agree or strongly 
agree that potential 
approaches for 
future health reform 
would improve the 
health of the U.S. 
population.

http://hubs.ly/H061cXV0
http://hubs.ly/H061cXV0






AQR

Studio QA

Proofreader

Art Director

CopyWriter

Acct Exec

Release QA

Print Prod

AD: None
CW: None
CD: None
AP: None
PP: Diane Franke

Sl
ug

 N
am

e:
 CR

AF
T M

ag
Nw

p

Ad #: M16NV013_002_R1
Headline: Important Facts
Visual: None
Space/Color: BW non bleed page
Publication: Composite Size B

Bleed: None
Trim: 7.875” x 10.375”
Live: 7.125” x 9.625”
Gutter: None

Document Name: CNY_M16NV013_002_R1_02.indd
Document Path: CPNY:ME Production:Novartis:LCZ:LCZ_Production:Magazine:M16NV013:CNY_M16NV013_002_R1_02.
indd
Font Family: News Gothic BT (Bold, Roman; OpenType; OK)
Ink Name: Black
Link Name: novartis_logo_pos_blk.ai (Up to Date; 36.11%)

Project #: PR04765_NYC-CWW
Retouch #: None
Client: NOVARTIS
Division: NOVARTIS US
Product: LCZ (CHRONIC HEART FAILURE)
Job #: 10628765-1252-F0
Print/Export Time: 2-1-2017 2:32 PM
Print Scale: 100%
User Name: Congo, Joe (NYC-CWW)
Proof #: 2
PM: None
InDesign Version: CC 2015

S:7.125”
S:9.625”

T:7.875”
T:10.375”

What is the most important information I should know 
about ENTRESTO?
ENTRESTO can harm or cause death to your unborn baby. 
Talk to your doctor about other ways to treat heart failure 
if you plan to become pregnant. If you get pregnant while 
taking ENTRESTO, tell your doctor right away. 

WHAT IS ENTRESTO?
ENTRESTO is a prescription medicine used to reduce the 
risk of death and hospitalization in people with certain types
of long-lasting (chronic) heart failure. ENTRESTO is usually 
used with other heart failure therapies, in place of an ACE 
inhibitor or other ARB therapy. 

Heart failure occurs when the heart is weak and cannot 
pump enough blood to your lungs and the rest of your body. 
It is not known if ENTRESTO is safe and effective in children.

Who should not take ENTRESTO?
Do not take ENTRESTO if you:
•  are allergic to sacubitril or valsartan or any of the 

ingredients in ENTRESTO. See the end of the Patient 
Information leaflet for a complete list of ingredients in 
ENTRESTO 

•  have had an allergic reaction including swelling of your 
face, lips, tongue, throat or trouble breathing while taking 
a type of medicine called an angiotensin-converting 
enzyme (ACE) inhibitor or angiotensin II receptor blocker 
(ARB)

•  take an ACE inhibitor medicine. Do not take ENTRESTO 
for at least 36 hours before or after you take an ACE 
inhibitor medicine. Talk with your doctor or pharmacist 
before taking ENTRESTO if you are not sure if you take an 
ACE inhibitor medicine 

• have diabetes and take a medicine that contains aliskiren

What should I tell my doctor before taking ENTRESTO?
Before you take ENTRESTO, tell your doctor about all of 
your medical conditions, including if you: have kidney or 
liver problems; are pregnant or plan to become pregnant 
(See “What is the most important information I should 
know about ENTRESTO?”); are breastfeeding or plan to 
breastfeed. It is not known if ENTRESTO passes into your 
breast milk. You and your doctor should decide if you will 
take ENTRESTO or breastfeed. You should not do both. 

Tell your doctor about all the medicines you take, including 
prescription and over-the-counter medicines, vitamins, and 
herbal supplements. Using ENTRESTO with certain other 
medicines may affect each other. Using ENTRESTO with 
other medicines can cause serious side effects. Especially 
tell your doctor if you take potassium supplements or a salt 
substitute; nonsteroidal anti-inflammatory drugs (NSAIDs); 
lithium; or other medicines for high blood pressure or heart 
problems such as an ACE inhibitor, ARB, or aliskiren. Keep 
a list of your medicines to show your doctor and pharmacist
when you get a new medicine.

What are the possible side effects of ENTRESTO?
ENTRESTO may cause serious side effects including: 
•   See “What is the most important information I should 

know about ENTRESTO?”
•   Serious allergic reactions causing swelling of your face, 

lips, tongue, and throat (angioedema) that may cause 
trouble breathing and death. Get emergency medical 
help right away if you have symptoms of angioedema or 
trouble breathing. Do not take ENTRESTO again if you 
have had angioedema while taking ENTRESTO. People 
who are Black and take ENTRESTO may have a higher 
risk of having angioedema than people who are not Black 
and take ENTRESTO. People who have had angioedema
before taking ENTRESTO may have a higher risk of 
having angioedema than people who have not had 
angioedema before taking ENTRESTO. See “Who should
not take ENTRESTO?”

•   Low blood pressure (hypotension). Low blood pressure 
may be more common if you also take water pills. Call 
your doctor if you become dizzy or lightheaded, or you 
develop extreme fatigue.

•   Kidney problems. Your doctor will check your kidney 
function during your treatment with ENTRESTO. If you
have changes in your kidney function tests, you may 
need a lower dose of ENTRESTO or may need to stop 
taking ENTRESTO for a period of time.

•   Increased amount of potassium in your blood. Your 
doctor will check your potassium blood level during your
treatment with ENTRESTO.

These are not all the possible side effects of ENTRESTO. 
Call your doctor for medical advice about side effects.

The most common side effects were low blood pressure, 
high potassium, cough, dizziness, and kidney problems.

You are encouraged to report negative side effects 
of prescription drugs to the FDA. Visit 
www.fda.gov/medwatch, or call 1-800-FDA-1088.

This information is not comprehensive. To learn more, 
talk to your health care provider or pharmacist, visit 
www.entresto.com to obtain the FDA-approved product 
labeling, or call 1-888-ENTRESTO.

ENTRESTO and the ENTRESTO logo are registered 
trademarks of Novartis AG.

IMPORTANT FACTS ABOUT ENTRESTO®

12/16© 2016 Novartis

Novartis Pharmaceuticals Corporation
East Hanover, New Jersey 07936-1080

ETR-1339257

http://www.fda.gov/medwatch
http://www.entresto.com
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PULSE CHECK

Health Risk 
Calculators: A Tool, 
Not an Absolute

With a simple Google search, 
we can find calculators to measure 

our BMI, daily calories burned, and heart 
health. While these calculators are good 
general guides, one Duke University 
researcher suggests we should take these 
calculated results with a grain of salt.

A popular heart health calculator 
designed by the American College of 
Cardiology and the American Heart 
Association estimates users’ chances 
of having a heart attack and whether 
the users are candidates for statins or a 
daily aspirin. The calculator asks for age, 
gender, cholesterol levels and smoking 
status. It doesn’t ask for genetic risk 
factors or activity level.

Michael J. Pencina, Ph.D., director 
of biostatistics at the Duke Clinical 
Research Institute and professor of 

biostatistics and bioinformatics, writes 
in an article for STAT, a national pub-
lication affiliated with The Boston Globe, 
that until all past, present and future 
predictors are known, it’s difficult to 
give a definitive answer about whether a 
person will or will not suffer heart dis-
ease. In short, don’t rely on a calculator 
alone to determine whether you should 
take a drug.

Even as technology advances, “we 
are unlikely to ever create a calculator 
that moves us from prognostication to 
certainty and delivers the correct answer 
for each individual,” Dr. Pencina writes. 
“That shouldn’t dissuade us from using 
health risk estimates. But we cannot let 
the appeal of a number that appears easy 
to understand pass for real understanding 
of what that number means.” — HRJ

Hawaii
For the fifth year, 
Hawaii ranks as the 
nation’s healthiest 
state according 
to United Health 
Foundation’s 27th 
America’s Health 
Rankings Annual 
Report. Massachu-
setts, Connecticut, 
Minnesota and 
Vermont follow 
the Aloha State in 
health rankings. 
Mississippi clocks in 
as the least-healthy 
state, followed 
closely by Louisiana 
and Arkansas.  — HRJ 
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What is the most important information I should know 
about ENTRESTO?
ENTRESTO can harm or cause death to your unborn baby. 
Talk to your doctor about other ways to treat heart failure 
if you plan to become pregnant. If you get pregnant while 
taking ENTRESTO, tell your doctor right away. 

WHAT IS ENTRESTO?
ENTRESTO is a prescription medicine used to reduce the 
risk of death and hospitalization in people with certain types
of long-lasting (chronic) heart failure. ENTRESTO is usually 
used with other heart failure therapies, in place of an ACE 
inhibitor or other ARB therapy. 

Heart failure occurs when the heart is weak and cannot 
pump enough blood to your lungs and the rest of your body. 
It is not known if ENTRESTO is safe and effective in children.

Who should not take ENTRESTO?
Do not take ENTRESTO if you:
•  are allergic to sacubitril or valsartan or any of the 

ingredients in ENTRESTO. See the end of the Patient 
Information leaflet for a complete list of ingredients in 
ENTRESTO 

•  have had an allergic reaction including swelling of your 
face, lips, tongue, throat or trouble breathing while taking 
a type of medicine called an angiotensin-converting 
enzyme (ACE) inhibitor or angiotensin II receptor blocker 
(ARB)

•  take an ACE inhibitor medicine. Do not take ENTRESTO 
for at least 36 hours before or after you take an ACE 
inhibitor medicine. Talk with your doctor or pharmacist 
before taking ENTRESTO if you are not sure if you take an 
ACE inhibitor medicine 

• have diabetes and take a medicine that contains aliskiren

What should I tell my doctor before taking ENTRESTO?
Before you take ENTRESTO, tell your doctor about all of 
your medical conditions, including if you: have kidney or 
liver problems; are pregnant or plan to become pregnant 
(See “What is the most important information I should 
know about ENTRESTO?”); are breastfeeding or plan to 
breastfeed. It is not known if ENTRESTO passes into your 
breast milk. You and your doctor should decide if you will 
take ENTRESTO or breastfeed. You should not do both. 

Tell your doctor about all the medicines you take, including 
prescription and over-the-counter medicines, vitamins, and 
herbal supplements. Using ENTRESTO with certain other 
medicines may affect each other. Using ENTRESTO with 
other medicines can cause serious side effects. Especially 
tell your doctor if you take potassium supplements or a salt 
substitute; nonsteroidal anti-inflammatory drugs (NSAIDs); 
lithium; or other medicines for high blood pressure or heart 
problems such as an ACE inhibitor, ARB, or aliskiren. Keep 
a list of your medicines to show your doctor and pharmacist
when you get a new medicine.

What are the possible side effects of ENTRESTO?
ENTRESTO may cause serious side effects including: 
•   See “What is the most important information I should 

know about ENTRESTO?”
•   Serious allergic reactions causing swelling of your face, 

lips, tongue, and throat (angioedema) that may cause 
trouble breathing and death. Get emergency medical 
help right away if you have symptoms of angioedema or 
trouble breathing. Do not take ENTRESTO again if you 
have had angioedema while taking ENTRESTO. People 
who are Black and take ENTRESTO may have a higher 
risk of having angioedema than people who are not Black 
and take ENTRESTO. People who have had angioedema
before taking ENTRESTO may have a higher risk of 
having angioedema than people who have not had 
angioedema before taking ENTRESTO. See “Who should
not take ENTRESTO?”

•   Low blood pressure (hypotension). Low blood pressure 
may be more common if you also take water pills. Call 
your doctor if you become dizzy or lightheaded, or you 
develop extreme fatigue.

•   Kidney problems. Your doctor will check your kidney 
function during your treatment with ENTRESTO. If you
have changes in your kidney function tests, you may 
need a lower dose of ENTRESTO or may need to stop 
taking ENTRESTO for a period of time.

•   Increased amount of potassium in your blood. Your 
doctor will check your potassium blood level during your
treatment with ENTRESTO.

These are not all the possible side effects of ENTRESTO. 
Call your doctor for medical advice about side effects.

The most common side effects were low blood pressure, 
high potassium, cough, dizziness, and kidney problems.

You are encouraged to report negative side effects 
of prescription drugs to the FDA. Visit 
www.fda.gov/medwatch, or call 1-800-FDA-1088.

This information is not comprehensive. To learn more, 
talk to your health care provider or pharmacist, visit 
www.entresto.com to obtain the FDA-approved product 
labeling, or call 1-888-ENTRESTO.

ENTRESTO and the ENTRESTO logo are registered 
trademarks of Novartis AG.

IMPORTANT FACTS ABOUT ENTRESTO®

12/16© 2016 Novartis

Novartis Pharmaceuticals Corporation
East Hanover, New Jersey 07936-1080

ETR-1339257

TECHNOLOGY

Health-risk calculators, like those that mea-
sure your chance of having a heart attack, 
should be used as a guide, not an absolute, 
one researcher says.

Health-risk calculators, like those that 
measure your chance of having a heart 
attack, should be used as a guide, not an 
absolute, one researcher says.
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PULSE CHECK

One Step Closer to a 
Biological Pacemaker?

Scientists are getting closer to 
creating a biological pacemaker that 

could lead to an alternative pacemaker ther-
apy for adult and pediatric heart patients. 

The sinoatrial node (SAN), a group 
of pacemaker cells in the heart, serve as 
the primary pacemaker, controlling your 
heart rate throughout life. When the SAN 
malfunctions because of age, a congenital 
heart defect, or disease, the heart rate 
slows and results in poor blood circulation. 

Historically, these problems have been 
treated by implanting an artificial pace-
maker into the patient. Though pace-
makers are effective, they aren’t perfect. 
They often have to be replaced in adults 
and are especially difficult for pediatric 
patients, as the devices don’t grow as the 
patient’s heart grows. 

But scientists at the McEwen Centre 

for Regenerative Medicine, in Canada, 
have developed a way to use human 
stem cells to create functional pacemaker 
cells. This development could lead to an 
alternative, biological pacemaker therapy 
that ultimately replaces failing SAN cells 
through cell transplantation. 

These cells have already successfully 
triggered a heartbeat in rats, which could 
be the first step in creating a biological 
pacemaker that can grow with pediatric 
patients and replace the need for elec-
tronic pacemakers in adult patients. — SB 

Patient 
Safety
21%. This is the 
amount by which 
hospital-acquired 
conditions (HACs) 
have declined since 
2010. HACs can 
include surgical site 
infections, venti-
lator-associated 
pneumonias, blood 
stream infections 
and falls. It’s 
estimated that this 
decline has saved 
the U.S. health care 
system $28 billion 
in the past five 
years.  — SB
Source:  National 
Efforts to Make 
Healthcare Safer

TECHNOLOGY

Scientists in Canada 
have developed 
pacemaker cells from 
stem cells. This could 
allow failing pacemaker 
cells to be replaced with 
cell transplantations 
rather than artificial 
pacemakers. 
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Married Adults More Likely to 
Survive Stroke, Study Says 

Want to up your survival odds 
after a stroke? Stay married.

A study reported in the Journal of the 
American Heart Association found that 
married men and women who had never 
been divorced or widowed had a greater 
chance of survival after a stroke.

Researchers followed respondents who 
had suffered a stroke between 1992 and 
2010 for an average of 5.3 years. They 
found the risk of dying after a stroke 

was 71% greater for never-marrieds. 
Divorced or widowed patients were 23% 
to 25% more likely to die from a stroke 
than married adults. Patients who were 
divorced or widowed more than once 
were about 40% percent more likely to 
die after a stroke.

Factors such as lack of children, less 
social support, and depressive symptoms 
in single, divorced or widowed adults may 
impede recovery, the data suggests. — HRJ

SOCIAL SUPPORT
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PULSE CHECK

A Big Month for 
Mended Little Hearts
The week of Valentine’s Day is 

Congenital Heart Awareness week, 
and create awareness we did, thanks to 
several clever campaigns:

Fundraising Effort 
Offers A Fuller Life
MLH launched the “Give A Fuller Life” 
campaign with Saatchi & Saatchi New 
York, an advertising agency. The video 
campaign shows how donating more 
than once can improve the life of kids 
with congenital heart disease

 “The whole point of this campaign 
was to re-think how people donate to 
charities,” says Sarah Mannion, account 
director of Saatchi & Saatchi. “With so 
many charitable campaigns out there, 
we wanted to give the donors something 
back in order to reward them for their 
donation. That’s why with each pledge, 
they get to see a better, brighter story.” 

Luca Lorenzini and Luca Pannese, 
global creative directors of Saatchi & 
Saatchi, guided the creative work. The 
animation was created by Oscar-nom-
inated Studio AKA, with music by 
Stabbiolo Music. Watch the video, Max’s 
Day Out at giveafullerlife.com and share 
with #GiveAFullerLife.

ID’ing Those with CHD
American Medical ID donated 8,000 
medical ID bracelets to MLH members 
across the country in honor of American 

Heart Month. The donation 
was made possible through the 
company’s “Buy One, We’ll Give 
One” campaign from the holiday 
season. 

“For parents of young chil-
dren with a medical condition, 
a medical ID can be the voice 
for your child if an emergency 
prevents you from relaying that 
condition to the right people,” 
says Rick Russell, President and 
CEO of American Medical ID.

For every medical ID purchased, 
American Medical ID pledged to give 
one to an MLH member. The bracelets 
will be distributed in March. 

Candlelight Remembrance
Thousands of families participated in 
the Candlelight Remembrance Face-
book event on February 11. The annual 
event remembers heart angels who lost 
their fight against CHD. MLH fami-
lies lit up the Internet with the stories 
and memories of those who have gone 
too soon. 

Rockin’ Their Scars
The 2017 #RockYourScar photo con-
test was a huge success. With over 700 
entries, it was not easy for our judges to 
decide winners in each category. Look for 
more details about this year’s winners in 
an upcoming issue of Heartbeat.— MMR

CONGENITAL HEART DEFECTS
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The animated short 
follows a day in the 
life of Max Page, a 
real 11-year-old born 
with CHD. As people 
pledge to donate 
more money, Max’s 
day gets more joyful, 
the animation grows 
more sophisticated 
and the music more 
robust.
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For many parents of chil-
dren with a congenital heart 
defect, the hospital becomes 
their default home away from 

home. Yet no matter how many days and 
sleepless nights you spend in a hospital 
room, or how well you know the names 
of nurses, respiratory therapists and 
cardiologists caring for your child — it’s 
still incredibly stressful. 
 But there are things parents can do to 
help make the experience a little more 
comfortable. We asked three heart moms 
to share tips for making the hospital stay 
manageable. Here’s what they had to say.

THE heart MOMS
Samantha Kelly
Outreach Coordinator for MLH of 
Indianapolis

Kelly’s daughter, Sawyer, was born with 
hypoplastic left heart syndrome. Sawyer 
spent roughly the first 10 months of 

her life in and out of the cardiovascular 
ICU at Riley Hospital for Children in 
Indianapolis.

Shannon Grey
Lead Coordinator for MLH Syracuse 

Grey has two boys. Heart-healthy 
Corbin just turned 3. Logan, who is 18 
months old, was born with a number 
of congenital heart defects, including 
dextrocardia, pulmonary atresia, double 
outlet right ventricle and transposition 
of the great arteries, as well as ventricle 
and atrial septal defects. He was in the 
hospital from birth until he was 30 days 
old. Logan had his first surgery at nine 
days old. For his second surgery, Logan 
spent 10 days in the hospital.   

Melanie Rick
Member of MLH of Western New York

Rick is mother to Isabella, who is 
now 3 years old. Isabella has tetralogy 
of fallot with pulmonary atresia. Isabella 

Stress and anxiety come with the territory of caring for a 
child in the hospital. Here are some tips from heart moms 

who’ve been there, done that. By Stephanie Stephens

From the Front Lines:  
MOMS SHARE ADVICE ON MANAGING 
A CHILD’S HOSPITAL STAY

L O 
V E

n rses
HOSPITAL

C        FFEE

heart 
DEFECT

Life still 
goes on 
outside of 
the hospital 
walls. 
— Shannon 
Grey 
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also contracted a bacterial infection that 
led to endocarditis, or a swelling of the 
inner lining of her heart. Isabella had 
two open-heart surgeries before her 
first birthday, and she will have more 
surgeries in the future as her pulmonary 
arteries grow.

Their Advice
These three heart moms had similar 
advice that includes staying active in 
your child’s care, asking for help, con-
necting with others, and being your 
child’s advocate.  Also, remember that 
it’s hard to be a good caregiver if you 
aren’t taking care of yourself first. These 
tips, along with those found in the 
Mended Little HeartGuide, won’t take 
the stress of a hospital stay away, but 
they can make it easier and help you feel 
more confident.

Change Diapers
These heart moms agreed: Stay as 
involved as possible. “Do whatever 
the hospital will allow as far as hold-
ing your baby and changing diapers, 
clothes, blankets and having bath time. 
If you’re not sure if you’re allowed to 
do something, ask. It can be easy to feel 
like you’re missing out on the normal 
parenting experiences,” says Kelly, “but 
often the nurses and doctors are willing 
to work with you so that you can still 
have opportunities to be regular ol’ mom 
and dad.”

Speak Up
Often when moms feel like something 
may be going wrong, they doubt them-
selves thinking the medical professionals 
know best.  Trust your intuition, and do 
not be afraid to speak up.  

There are 
healing 
powers in 
20-minute 
coffee 
breaks with 
a friend 
who under-
stands, so 
reach out. 
— Samantha 
Kelly
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Sawyer Kelly spent roughly the first 10 months 
of her life in and out of the cardiovascular ICU 
at Riley Hospital for Children in Indianapolis. 
This photo was taken just weeks before she 
received a heart transplant. 

rses

Logan Grey, who’s nearly 2 years old now, spent his first month of life in 
the hospital. His parents, Jake and Shannon Grey, took turns staying with 
Logan at the hospital while caring for his older brother, Corbin, at home. 
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After her daughter’s first hospital-
ization, Rick knew how her daughter 
reacted to certain treatments and med-
ications. At a subsequent hospital stay, 
Rick spoke up when she became uncom-
fortable with some of the drugs Isabella’s 
doctors were recommending. 

“Isabella had some doctors who wanted 
to restart medications or tube feeds, and I 
didn’t feel that she was ready,” Rick says. 
“Or if I felt something wasn’t right because 
I remembered how Isabella tolerated cer-
tain medications or procedures previously. I 
finally got the doctors to understand.”

Parents often have to learn how to be 
a strong advocate for their child. Also, it’s 
better to speak up and be wrong than to 
not say anything and have a bad result.

Go to Rounds
“Rounds” are when a team of doctors, 
nurses and other health care providers 

caring for your child go over his or her 
status together. Sometimes this is done in 
a conference room, but often rounds take 
place in the hallways outside patient rooms. 
In recent years, caregivers have begun 
inviting parents to participate in rounds, as 
was the case with Samantha Kelly.

“It was very important for me to 
know what was going on with my child 
medically,” Kelly says. “I respectfully 
voiced concerns and asked questions as 
they came up. I felt more comfortable 
knowing the numbers, understanding the 
changes and being part of the conversa-
tion. Establishing myself as part of the 
care team helped establish a healthy and 
respectful relationship with the medical 
staff and helped me to better trust the 
people who were caring for my most 
precious daughter.”

And on that note…

Isabella Rick, now 3, was born with tetralogy of fallot with pulmonary atresia. She and her parents, 
Melanie and Jeff, have spent many months inside the walls of the hospital where she has had two 
open heart surgeries. 
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I finally 
got the 
doctors to 
understand. 
— Melanie 
Rick

Trust the Nurses
“It was so hard leaving our heart warrior 
to go to our room for the night,” says 
Grey. But, she adds, “Nurses have seen it 
all. They can handle it all. And they know 
how to comfort kids. If our kids need 
attention, it will be given. If they want 
to play, the nurses will entertain. They’ll 
help them get back to sleep or they’ll 
comfort them. In fact, they look forward 
to being able to interact with the kids on 
a different level than medical. They don’t 
get that chance very often because we 
parents are always there. Get your sleep.” 

Accept Help
“When people like your family and friends 
say they want to help you when they come 
to visit, welcome that offer,” Rick says. She 
and her husband, Jeff, were at Isabella’s 
bedside around the clock. “Take short 
breaks and you’ll feel much better.”

Look Outside
“Life still goes on outside of the hospital 
walls,” says Grey. She and her husband, 
Jake, also have a 3-year-old son, Corbin, 
who still needed to go to preschool and 
do things while his younger sibling was 
in the hospital.

“Corbin’s world didn’t stop because 
ours did. Once our heart warrior, Logan, 
was stable, Jake and I would take turns 
going home to be with Corbin,” she says.

It was bittersweet, Shannon recalls. 
“Being at home in your own bed gives 
you a sense of normalcy. I knew my heart 
warrior was being taken care of, but it 
was still hard being so far away — a two-
and-a-half-hour drive.”

Give Yourself a Little Grace
“When things get overwhelming, know 
that it’s OK and necessary to take care of 
yourself,” Kelly says. “Go on a walk, go 
home for a home-cooked meal, meet a 

friend at the mall and just do something 
for yourself. It will help you feel rejuve-
nated and better prepared to care for your 
child. You can’t pour from an empty glass.”

 In the Mended Little HeartGuide, 
there are excellent tips for caregivers 
to help you stay healthy, mentally and 
physically, during a stressful hospital stay.

Connect
Kelly and her husband, Patrick, say they 
have made great connections with other 
heart families, “but none so strong as the 
ones I made with other mommas who 
were in the trenches with me. They were 
right down the hall, fighting the same 
battles at the same time. There are healing 
powers in 20-minute coffee breaks with a 
friend who understands, so reach out.” 
Mended Little Hearts chapters provide 
ways to connect online and in-person so 
parents can get the non-medical answers 
they need and know they are not alone.
 While no hospital stay is easy, you can 
make the best of it by being as involved 
in your child’s care as possible, connect-
ing with other families in your unit and 
accepting help when friends or family 
offer. If you’re feeling overwhelmed, be 
sure to ask the hospital staff for guidance. 
Child life specialists and social workers 
can often point parents toward resources 
to help ease the burden of a hospital stay. 
For more tips on managing a hospital 
stay, please check out the Mended Little 
HeartGuide at www.MendedLittle-
HeartGuide.org. 
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s Learn More
For more tips on managing your child’s 
hospital stay, check out the digital Mended 
Little HeartGuide available at  
www.MendedLittleHeartGuide.org.
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http://www.MendedLittle-HeartGuide.org
http://www.MendedLittle-HeartGuide.org
http://www.MendedLittleHeartGuide.org
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Three Mended Hearts 
members share personal 

accounts of depression 
and how they look for 

light after their diagnoses. 
3y Camille Torres

SEARCHING
FOR SUN
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B
ill Golden, 67, initially 
went to the doctor because 
he had a metallic taste in his 
mouth, trouble eating and 
tense leg muscles that made 
it almost impossible to walk. 
His physician checked his 

arteries to observe blood flow and discov-
ered two valves were 100% blocked and 
three were 70% blocked. Three days later, 
Golden had quintuple bypass surgery.

After three weeks in the hospital, 
Golden returned to his Bellingham, 
Massachusetts, home but still couldn’t 
walk. Cardiac rehab specialists visited 
Golden when he returned home, but 
he was unable to move his legs for the 
therapy. “I wanted to do it, but I couldn’t 
and was tired,” Golden says. 

“It felt like the world was closing in on 
me. I just sat in a chair with a blanket on. 
The only time I left the chair was when 
the therapist would come or my wife 
would take me to the doctor. I knew I 
had to eat and exercise, but I didn’t have 
it in me. I started looking outside and 
seeing the work undone, and it got me 
down. I wanted an answer to the issue 
with my legs,” Golden says. 

Golden is not alone in feeling 
depressed after a heart attack, diagnosis 
of heart disease or cardiac surgery or 
procedure. Studies show that up to 20% 
of patients who have undergone coronary 
artery bypass graft surgery and up to 15% 
of patients with cardiovascular disease 
experience major depression. Another 
study shows that up to 33% of heart 
attack patients experience depression. In 
reality, those numbers are likely higher, 
as approximately half of patients with 
depression are never diagnosed.

Golden recognized he needed to seek 
treatment when he saw his wife crying. 
“I realized not only was I hurting myself, 
I was hurting her. I knew I had to do 

something about it,” he says. It was then 
that he decided to seek physical and 
cardiac therapy at Brigham and Women’s 
rehabilitation center in Foxborough, 
Massachusetts. From his therapy, he 
began to see progress.

A Continuing Battle
For some, depression after a heart event 
is short-lived. For others, it’s longer 
lasting. 

Alexandria Calhoun’s journey began 
when she was 19. When she went to the 
doctor for chest pain and shortness of 
breath, her physician thought she had 
severe heartburn. After her condition 
worsened, she was referred to a cardiolo-
gist. An angiogram reveled Calhoun had 
six major blockages requiring a quintuple 
bypass. “I was told I should be good at 
least 10 or 15 years. I thought I was cured 
because when you’re 19, that seems like a 
long time,” Calhoun says. 

Unfortunately, Calhoun’s heart prob-
lems have persisted. Now 37, the Stock-
ton, California, resident has had four 
heart attacks, 10 balloon angioplasties, 
eight stints, and two ablations. 

“It started as frustration and then 
sadness. It was very gloomy,” Calhoun 
says. “I was having so many procedures 
back to back - in my mind that didn’t 
look good. It felt like my future was 
getting shorter.” To treat her depression, 
Calhoun saw a therapist and a psychi-
atrist, and she took an antidepressant. 
After a couple of years of treatment, she 
felt more positive. 

But in May of 2016 after Calhoun’s 
second ablation, the depression returned. 
“A few weeks later, I was crying all the 
time; I was really sad. I told my fiancé 
I didn’t think it was fair to him, but he 
stuck with me. I have so much anxiety 
over my next procedure,” Calhoun says. 
Although it’s unknown what that next 

Bill Golden 
recognized 
he needed 
to seek 
treatment 
when he 
saw his wife 
crying.

Bill Golden noticed 
a big improvement 
in his depression 
after he started 
becoming more 
physically active in 
cardiac rehab. He 
encourages heart 
patients to not 
simply do the exer-
cises, but to also 
make friends with 
others in cardiac 
rehab.
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procedure will need to be, Calhoun’s 
doctor is encouraging her to get on the 
non-priority heart transplant list at 
Stanford University. 

“I get in that dark, sad world, and I 
think, ‘I’m on 12 medications. I have 
appointments every week. I have to get 
my blood drawn all the time,’” Calhoun 
says. “I want an end, and it doesn’t seem 
like it’s ever going to. I may never have 
peace until I’m dead, and that scares me.” 

Calhoun started taking an antide-
pressant again, but she still struggles 
with depression. “It’s so hard for me to 
be hopeful because I get sad thinking, 
‘Is all I have to hope for my next proce-
dure?’ That’s not the quality of life I ever 
imagined for myself,” she says. “I try to 
remind myself I’m still here and still have 
a purpose. My four heart attacks haven’t 
taken me out. I still have a lot to be 
thankful for.”

‘A Fear of Dying’ 
Ruth Lynne Hunnings, 66, also has 
battled depression. “It felt like a ton of 
bricks on my shoulders, like a cloud over 
my head all the time. It was very difficult 
to see the sun. Once in a while you’d 
see the light, and you’d have hope,” says 
Hunnings, an Eaton, North Carolina, 
resident.

When she was experiencing sluggish-
ness and difficulties getting out of bed 
each day of the year leading up to her 
heart attack, she thought it was a cycle of 
depression, something she’s fought peri-
odically since the ’80s. Hunnings didn’t 
realize it was her heart. In 2003, she had 
bypass surgery. Then in December of 
2015, she had congestive heart failure. 
After stent and balloon procedures and 
cardiac rehab, Hunnings had to have her 
aortic valve replaced and mitral valve 
repaired due to severe leakage. 

“Going through open heart surgery 

the second time was much more difficult 
than the first time. I was 12 years older. I 
was on the operating table much longer. I 
felt the effects of the heart-lung machine 
stronger this time,” Hunnings says. “The 
experience scared me to death. It caused 
me to examine many things about myself, 
about God, about my family. Your life 
is never the same again. The physical 
damage is hard to overcome.” 

For Hunnings, this latest battle with 
depression was different than before her 
heart event. “It was over the loss of who I 
was and had been activity-wise. I couldn’t 
do the things I used to. People used to 
pick on me that I was the fastest-walking 
person they’d ever seen. When I wanted 
to get something done, I got it done. I 
can’t anymore,” she says.

“You do go through a fear of dying — 
not so much fear of the beyond, but fear 
of letting go and of not finishing what 
you want to do here,” Hunnings says.

Making Progress
Depression after a heart event can stem 
from a number of circumstances sur-
rounding the situation, including not 
knowing what to expect moving forward 
or not being able to complete even simple 
tasks without becoming tired, as Golden 
experienced. 

Three months after his bypass surgery, 
Golden started walking again. His doctor 
now thinks Golden had atypical polymy-
algia rheumatica (PMR) caused by heart 
attacks he didn’t realize he’d had.

A diagnosis and progress help with the 
despair, but not every patient is fortunate 
enough to see the progress they crave. 
“For the past 17 years, I haven’t been 
Alexandria. I’ve been a case. I’ve been 
an unusual case, an exciting case. I just 
feel like a freak of nature sometimes. 
Everyone wants to meet me and see what 
I look like because this is something 

Alexandria Calhoun 
says making a con-
scientious effort to 
seek positivity in her 
life has helped her 
battle depression.

There’s still 
a lot to live 
for, still a lot 
to be hope-
ful for. You 
just have to 
find it.
—Alexandria 
Calhoun
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unseen. And then I look normal, and 
they’re disappointed,” Calhoun says. 

Screening for All Heart Patients
Although it’s expected that one would  
feel sadness temporarily after a heart 
event, those feelings should subside after 
a few weeks. If the sadness is severe 
and accompanies other symptoms that 
occur every day for two or more weeks 
(see sidebar, “Signs of Depression”), it’s 
important to seek treatment — not only 
for emotional health, but for physical 
health as well. 

Ongoing depression can lead to a weak-
ened immune system, high blood pres-
sure, arterial damage and irregular heart 
rhythms. Essentially, it perpetuates the 
cardiac issues that caused the depression. 

For someone without existing heart 
disease, depression can increase the risk 
of a heart attack and the development of 
coronary artery disease. For those with 
existing heart disease, it can increase the 

risk of an adverse cardiac event, such as 
blood clots or a heart attack. 

In fact, according to a study published 
in the Journal of the American Medical 
Association, ongoing depression after a 
heart event increased the risk of death 
to 17% within six months after a heart 
attack, compared to a mere three percent 
in heart attack patients without depres-
sion. It can also amplify fatigue and pain 
during recovery.

Because of the risk factors depression 
poses, the American Heart Association 
recommends all cardiac patients be 
screened for the condition.

If you think you might be depressed, 
it’s important to see your primary care 
physician. He or she can prescribe treat-
ment that often includes medication and 
counseling.

“One of the biggest things that helps 
is finding a counselor who will talk to 
you not only about coping mechanisms, 
but is not afraid to preach and talk about 

You do go 
through a 
fear of dying 
— not so 
much fear of 
the beyond, 
but fear of 
letting go 
and of not 
finishing 
what you 
want to do 
here. 
— Ruth Lynn 
Hunnings

SIGNS OF DEPRESSION
Depression can increase your risk of a recurrent coronary event, so it’s 
important to talk to your doctor if you think you might be depressed. 
Symptoms include the following: 

• Loss of interest or pleasure in activities you once enjoyed
• Persistent sadness or anxiousness
• Fatigue
• Difficulty concentrating or remembering details
• Feeling worthless and/or helpless
• Insomnia or excessive sleeping
• Overeating or appetite loss
• Persistent aches and pains or headaches
• Thoughts of suicide*

*If you are having thoughts of suicide, call the suicide hotline 
immediately at 1-800-SUICIDE (1-800-784-2433).
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spiritual matters too because they’re very 
important,” says Hunnings, who also cites 
her faith as a source of comfort. 

Calhoun also understands the impor-
tance of finding someone to talk to. 
“I feel like I can’t express myself to 
my family,” she says. “They get very 
emotional, and they say I’m giving up. 
I’m like, ‘I never said I’m suicidal. I’m 
just sad and frustrated.’ Then I hold 
the feelings in, and that’s not good. 
Or I eat a cheeseburger, and that’s not 
good. So I’m trying to find other coping 
mechanisms.”

In speaking with other heart patients, 
Calhoun has realized they, like her, are 
hesitant to talk to their families about 
depression. Part of this stems from a fear 
of seeming ungrateful after surviving.  

Golden notes the value of joining 
a support group like Mended Hearts. 
Volunteering with Mended Hearts has 
provided some relief for Calhoun as well. 
“Sometimes there’s that loneliness, and 
you wonder if you’re the only one who 
feels sad after a procedure,” she says. 
Spending time with people in similar 
situations can help. And all three are 
enthusiastic about volunteering to visit 
other patients in the hospital. 

“Find what’s happy inside of yourself. 
And bring that out for other people to 
see, and that will enrich your happiness 
that much more,” Calhoun adds.

Cardiac therapy and the camaraderie 
that can develop there also are helpful. 
Hunnings found comfort and encourage-
ment when a cardiac therapist told her 
about an older patient who made impres-
sive progress. “It’s given me a new deter-
mination. With hard work and diligence, 
I can get there,” Hunnings says. “Talk 
to other patients who have had similar 
experiences. See the progress people have 
made. You’ll feel so discouraged at first. 
You’ll think, ‘Why bother?’ But actually 

see the progress others are making so you 
can picture that in yourself.”

For Golden, physical activity was the 
key. “Once I started exercising, going 
to rehab, that got me out of the depres-
sion,” Golden says. “I’d pick one thing I 
couldn’t do, and I’d challenge it. Once I 
got up and started moving, once I saw I 
could do that, I felt so much better. My 
depression started leaving me.”

He adds: “Don’t skip rehab. Don’t just 
sit there on the machine and pedal and 
ignore the people around you. It helped 
me so much to have the people around 
me cheering me on.” 

In addition to exercising, eat health-
fully and get adequate amounts of sleep.

It’s also important to give yourself time 
and grace. “A friend told me it’d take me 
one year to really come back after this 
operation. It’s nearly been a year, and it 
seems like it’s coming back,” Golden says. 
“It’s going to pass. It’s not going to pass 
fast, but you’ve got to understand the 
damage you’re doing to yourself by sitting 
around and the damage you’re doing to 
your family.”

Hunnings seconds his encouragement: 
“Press forward. Look forward to each 
coming day. Find at least one happy 
thing each day. I read that back when I 
was depressed, and I thought that was 
crazy. But if you work hard enough, you 
can see it.”

Calhoun also notes the importance of 
seeking positivity. “I hope when some-
one reads this, they get hope, that they 
don’t think like I did before that this is 
never going to go away or that they’ll 
never have a life again. That’s not true,” 
Calhoun says. “There’s still a lot to live 
for, still a lot to be hopeful for. You just 
have to find it. Not everyone is fortunate 
enough to find it right after they wake up 
from surgery, but that doesn’t mean it’s 
not there.”  

Ruth Lynne Hun-
nings has fought 
depression before 
and after her heart 
events. The episode 
of depression that 
came after her diag-
nosis was different. 
“It was over the loss 
of who I was and 
had been activi-
ty-wise,” she says.
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Your cardiologist  
is listening

If you have been limiting your work or your activities 
because of your chronic angina, be sure to talk about  
it with your cardiologist. 

For tips on how to talk with your cardiologist, information 
about living better with angina, and support and stories 
from people just like you—including Donnette—visit  

www.SpeakFromTheHeart.com.

Speak from  
the heart  

about your  
angina 

“I realiz ed that by talking only about 
the number of attacks, I wasn’t telling 
my cardiologist the whole story.”

Donnette, angina patient

Speak From the Heart is a trademark, and the Speak From the Heart logo is a registered trademark, of Gilead Sciences, Inc.  
© 2012 Gilead Sciences, Inc. All rights reserved.  UN13101  5/12

Watch Donnette’s video
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After a heart attack or 
heart disease diagnosis, a 
healthy, low-fat diet is cru-
cial to prevent future illness. 

But unless your doctor advises otherwise, 
you don’t need to banish all fat. Your 
body needs dietary fat for proper brain 
function, healthy skin and hair, and to 
absorb vitamins A, D and E. 

The American Heart Association and 
other experts recommend replacing bad 
fats (saturated and trans) with healthy 
fats (monounsaturated and polyunsatu-
rated). To do this, ditch solid fats, such as 
butter, lard, shortening and tropical oils 
for oils low in saturated fat. Oils that get 
high marks for heart healthiness include 

olive, canola, flaxseed, walnut, 
almond and avocado oil. 

What about coconut oil?
The media abounds with 
articles that praise coconut 
oil’s health benefits. Some 
have claimed that this sup-

posed wonder oil boosts 
metabolism and raises 
both good and bad 
cholesterol. Chen 
Du, a dietitian for 
Parkland Memorial 

Hospital in Dallas, says scientific 
evidence suggests otherwise. No studies 
show that the type of medium-chain 
tryglyceride (fatty acids) found in 
coconut oil have any health benefits. 
You can use small amounts if you like, 
she says, as long as you don’t exceed the 
recommended saturated fat total in your 
daily diet.

Current guidelines suggest saturated 
fat should not exceed seven percent of 
a healthy adult’s daily diet. For heart 
patients who want to lower their LDL 
cholesterol, that number should drop to 
five or six percent. The American Heart 
Association recommends total fat to 
stay in the 25 to 35 percent range for 
all adults. For a 2,000-calorie diet, that 
equates to 55 to 77 grams of total fat, 
with 11 to 15 of them as saturated fat, 
depending on your health needs.

To keep your diet low in bad fats and 
high in good fats, choose oils with less 
than four grams of saturated fat per 
tablespoon. And if you see the words 
hydrogenated or partially hydrogenated 
on the label, “put it back on the shelf,” 
says Du. Hydrogenated means trans 
fat, which should be avoided. Trans fat, 
found in processed foods, fried foods 
and margarine, raises bad cholesterol 

Healthy oils have an abundance of good fats. Here’s how 
to choose ’em and use ’em. By Heather R. Johnson

OIL YOU NEED 
TO KNOW
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and lowers good cholesterol — the 
opposite of what you want.

Here’s the skinny on five common oils 
and how you can fit them into a heart-
healthy diet.

Olive
Olive oil comes from — you guessed 
it — pressed olives. In addition to mostly 
“good” fats, olive oil contains small 

amounts of vitamins E and 
K. It has anti-inflammatory 

properties and is a Med-
iterranean diet staple. 
Because it’s heat-stable 

and has a high smoke 
point, olive oil works well for 
cooking. Use it to sauté vege-
tables or with balsamic vinegar 
for a classic salad dressing. 1 

Tbsp: 119 cal, 13.5 g fat (9.8 
mono, 1.4 poly, 1.9 saturated)

Corn
Corn oil comes from the center of the 
corn grain. Corn oil contains more 
omega-6 than omega-3 fatty acids. A 
diet higher in omega-6 than omega-3 

leads to systemic inflammation. 
But you don’t have to write off 
corn oil for this reason. Just be 
sure to balance your diet with 

omega-3-rich foods such as 
salmon and flaxseed. Use 

corn oil for sautéing and 
low-heat baking. 
It’s easy to find 

and inexpensive, 
which makes it 
a good choice 

when you’re on a 
budget. 1 Tbsp: 
119 cal, 13.5 g 
fat (3.7 mono, 

7.4 poly, 1.7 
saturated)

Peanut
Peanut oil has a flavorful aroma that 
makes it popular for cooking. It con-
tains vitamin E and phytosterols, which 
benefit heart health. Pure peanut oil has 
a long shelf life and one of the highest 
smoke points, which is why it’s popular 
for stir-frying. Toss a bunch of vegetables, 
garlic, low-sodium soy sauce, and some 
lean meat or tofu into a wok and voila! 
An easy, healthy dinner. 1 Tbsp: 119 cal, 
14 g fat (6 mono, 4.3 poly, 2.3 saturated)

Canola 
Versatile canola oil is a good component 
of a heart-healthy diet. It’s one of the 
best cooking oil sources of alpha-lino-
lenic acid (ALA), an omega-3 fatty acid 
linked to heart health. Canola oil has 
gotten some bad press—people argue 
it’s toxic and leads to a host of diseases. 
However, no scientific studies exist to 
back up these claims. The only caveat is 
most canola oil is genetically engineered. 
Choose organic if that’s a concern. 1 
Tbsp: 124 cal, 14 g fat (8.9 mono, 3.9 
poly, 1 saturated)

Flaxseed
Whether you use them whole, ground 
up, or as oil, flaxseeds are a very good 
omega-3 and ALA source. Although 
commonly found in health food stores, 
flaxseed oil is making its way into big 
supermarkets. Keep flaxseed oil refrig-
erated and don’t cook with it. It goes 
rancid when exposed to light, heat and 
air. Use it for salad dressings or mari-
nades, or take it like a supplement. 
Talk to your doctor before using 
flaxseed oil, as it may interact 
with blood thinners, choles-
terol-lowering statins, and 
other medications. 1 Tbsp: 
119 cal, 13.5 g fat (2.7 mono, 
8.9 poly, 1.3 saturated) 
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PEOPLE, EVENTS AND NEWS FROM MENDED HEARTS AND MENDED LITTLE HEARTS CHAPTERS AND GROUPS

ADVOCACY UPDATE

• Advocacy Update
• Mended Hearts Chapter Spotlight
• Mended Little Hearts Group Spotlight
• And More...

10 Patient Protections 
Worth Fighting For

As Congress considers repealing 
and replacing the Affordable 

Care Act (ACA), which is also known 
as “Obamacare,” the patient advocacy 
community, including Mended Hearts 
and Mended Little Hearts, will work 
to ensure new policies meet the needs 
of people with complex and chronic 
conditions. 

Working with industry leaders and 
other patient organizations, the National 
Health Council (NHC) has released 
their standards of patient protections that 
MH and MLH will advocate for as a 
member of the council. These 10 stan-
dards span three main categories:

Ensure meaningful and affordable 
access: 
• Ensure access to affordable coverage, 

including for those with pre-existing 
and chronic conditions and the finan-
cially disadvantaged using subsidies. 

• Maintain current, and increase future, 
levels of access to Medicare, Medicaid, 
employer-sponsored and individual 
market insurance. 

• Ensure health plans offer comprehen-
sive coverage options, including mental 
health care, preventative services, 
long-term and end-of-life care, robust 
provider networks, and formularies 
with affordable and predictable out of 
pocket costs. 

• Create appropriate mechanisms to 
pool and spread insurance risk across 
broad groups of people to promote 
affordability and stability of premi-
ums and ensure access to high-risk 
individuals. 

Provide coverage for pre-existing 
conditions: 
• Guarantee continuity of health care 

access and ban limitations on coverage 
of pre-existing conditions. 

• Prohibit wrongful termination of an 
individual’s health insurance coverage 
for having or developing any condition. 

• Prohibit medical underwriting and 
community rating that discriminates 
based on health status, age, or gender. 

• Eliminate adverse selection through 
plan design elements such as 
high cost-sharing and utilization 
management.  

Eliminate annual and lifetime caps:  
• Ban lifetime limits on health insur-

ance coverage and annual limits on all 
benefits. 

• Include a reasonable cap on annual 
out-of-pocket expenses that is spread 
throughout the calendar year.  

To follow our advocacy efforts, consider 
joining the MH and MLH Patient 
Advocacy Network. Learn more at www.
MendedHearts.org. 

http://www.MendedHearts.org
http://www.MendedHearts.org


MARCH/APRIL 2017     HEARTBEAT     23

VITALS

Hospital Staff Lead Charge 
to Form Savannah Chapter

CHAPTER SPOTLIGHT

Typically, new chapters of 
Mended Hearts form when 
patients come together and 
organize. But in the case of 

Chapter No. 407 in Savannah, Georgia, it 
was the local hospital that led the charge. 

Memorial University Medical Center’s 
head cardiologist, Jeremy London, M.D., 
and the hospital’s cardiac nurse educator, 
Janet Steffen, saw the need for a Mended 
Hearts chapter and went to their patients 
in cardiac rehab to get it started. 

Terry Ray was in rehab at the time, 
recovering from a recent stent.

“At the time, I was going through 
rehab. They asked us if we would be 
interested in starting a chapter and if I 
would lead it,” says Ray, president of the 
new Savannah chapter. “This past Sep-
tember, we were officially chartered.”

The chapter holds monthly meetings 
at the hospital and brings in guest 
speakers to talk to the group. They 
communicate with members through 
e-mail and social media and plan to start 
a newsletter. The hospital’s website also 
links to the group. 

So far, most members have been 
recruited through the cardiac rehab 
groups at the hospital. Several members 
of the chapter were also recently trained 
to be visitors. Soon, they will have some-
one onsite in the cardiac cath lab and on 
the heart floor Monday through Friday, 
talking with patients who are having sur-
gery or who have come into the hospital 
with a heart event.

“When I was in the hospital, I didn’t 
have anyone to talk me through it or 
tell me what to expect afterwards,” Ray 

says. “Mended Hearts provides peer-to-
peer support. It really helps to hear that 
someone else is going through the same 
thing. It brings them comfort and lets 
them know they are not alone.”

The chapter plans to do some fundrais-
ing in the near future to pay for patients 
to go through rehab if they cannot 
otherwise afford it, or if it’s not covered 
by insurance. 

Last year, Mended Hearts changed 
the requirement to create a new chapter, 
lowering the required number of mem-
bers to 10 instead of 25. The Savannah 
chapter was the first to form under the 
new requirement. Though they began 
with just 16 members, they have already 
added more patients and caregivers. 

From left, Dr. London; Dr. Ferdonia Williams; Shelly Hudson, RN/nurse 
manager for noninvasive cardiology; Janet Steffen RN/cardiac nurse 
educator; Mary Chapman, Chief Nursing Officer; Laurie Mulgrew, vice 
president of the Heart and Vascular division; and Lali Harris, EP
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Let’s Keep in Touch
We love delivering Heartbeat to your mailbox each quarter, 
but you can catch up with us any time the year, 24/7, online. 

facebook.com/mendedhearts 

facebook.com/
MendedLittleHeartsNationalOrganization

@MendedHearts

@MLH_CHD

Instagram.com/mendedlittleheartsnational

Fredonia Williams, Ed. D., Regional 
Director of the southern region of 
Mended Hearts, worked with the chapter 
to get its charter and to train members to 
become accredited visitors at the hos-
pital. The group was officially chartered 
September 22, 2016. 

Despite the new requirement, Dr. 
Williams said the Savannah chapter 
would have had plenty of members to 
charter with 25 in just a few months, 
anyway.

“All of the pieces were in place with 
this one. This was by far the fastest chap-
ter I have been involved with. Everything 

clicked,” she says. “The hospital was 
100% on board and they had the patients 
in cardiac rehab right there with them. 
They see Mended Hearts as a way to 
close the loophole of support between 
doctors and patients.”

The hospital and rehab staff already 
knew the patients — and the patients 
knew each other — so forming a group 
was easy, Dr. Williams says.

“The cardiac staff had been with the 
patients six weeks or longer and knew 
where the leadership would come from 
because it had already emerged in rehab,” 
she says. “I have never seen a group who 
loved going to cardiac rehab more than 
this group. They are like a family. They 
had already bonded and were supporting 
each other before we got there — they 
just needed the Mended Hearts name to 
go with it.”  — SB Ph
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Jeremy London, M.D. spoke at the chartering 
of the Savannah chapter at Memorial Uni-
versity Medical Center this past September. 
“Having Mended Hearts working with Memo-
rial University Medical Center completes the 
circle of patient support,” he says.
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MLH of Columbus 
Helps Normalize Life 
for CHD Families

S ince forming in 2009, 
Mended Little Hearts of 
Columbus has grown to over 
100 families from Ohio and as 

far away as Indiana, Kentucky, Maryland 
and Arizona. 

 “We have two surgeons at our hos-
pital — Dr. Toshiharu Shinoka and Dr. 
Mark Galantowicz — who are very well 
known for pioneering procedures,” says 
Trisha Wolfe, who has served as the lead 
coordinator of the MLH Columbus 
group since 2014.

The group began by hosting coffee 
socials once a month at Nationwide 
Children’s Hospital for patients and their 
families in what they call the “Magic 
Forest.” Today, that has evolved into 
monthly dinners.

“We try to serve something they can’t 
get delivered to the hospital — never 
pizza,” says Wolfe. “It’s a great way for 
families to have a nice dinner and chat 
with other families going through the 
same things.”

The group also holds several fund-
raisers throughout the year, including a 
Rock the Runway event in February and 
a Family Fun Day at a local farm where 
patients can get out and meet other fam-
ilies in the heart community. The group 
also provides Bravery Bags to children in 
the hospital before or after surgery. The 

bags, like most of the group’s flyers and 
communications, are handed out through 
the hospital’s social workers. 

“I am in constant contact with the 
social workers,” Wolfe says. “We try to 
find ways for them to see us as a useful 
resource for families. We want them to 
know us and remember that we were 
helpful.”

The Bravery Bags include toiletries 
provided by a local Girl Scout troop, 
games and activities, and a gift certificate 
to the hospital cafeteria, as well as infor-
mation about Mended Little Hearts. 

“A lot of people 
in the hospital feel 
very alone and may 
not know we exist. 
We try to make 
sure every child 
gets a bag,” Wolfe 
says. “People reach 
out through the 
bags and word of 
mouth. We recently 
donated 500 toys 
to the hospital, 
and each had a 
sticker with our 
information.”

The group raises 
around $15,000 
each year to cover 

MLH GROUP SPOTLIGHT

MLH of Columbus welcomes heart families 
to dinner at the “Magic Forest,” an area in 
Nationwide Children’s Hospital. Stuffed-animal 
versions of Stitch, the MLH mascot, are there 
to greet families. Ph
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the costs of its dinners, materials, events 
and Bravery Bags. Some of the money 
is also donated each year to medical 
research at the hospital. Last year, one 
of the group’s most popular educational 
events was touring Dr. Christopher 
Breuer’s lab, where he is researching and 
testing growing a replacement heart valve 
from a child’s own valve. 

The group also has a newsletter and 
uses social media as its main way of 
communication, as well as recruiting new 
members. 

“A lot of our families have Facebook 
pages of their own for their children so 
that friends and family can follow their 
journey,” Wolfe says. “They share our 
events on their own pages and help us 
spread the word.”

For Trisha, working with Mended 
Little Hearts is a personal mission. Her 
daughter, Jackie, was diagnosed with a 
heart defect at 19 weeks in utero and 
passed away at just five months old. 

“It’s my life work to support these 
families,” Wolfe says. “I was so lost 
and scared when I went through this. 

I was 19 weeks pregnant, my husband 
was working out of state, and no one I 
knew had experienced what I was going 
through.”

Trish found Mended Little Hearts 
through Facebook and posted to their page. 
The group connected her to another Mom 
who had gone through something similar. 

“I have dedicated my life to this,” 
Wolfe says. “I’m going back to school to 
become a therapist to help parents with 
medically fragile children. Parents experi-
ence trauma from being in the ICU with 
their kids. There aren’t many therapists 
who have experienced that firsthand.”

Mended Little Hearts provides support 
to families for as long as they need it. 
Some just need someone to talk to in 
the weeks building up to surgery. Others 
draw support from the group for years.

“We have some families who have 
been to every event for as long as I can 
remember. It’s part of their identity. We 
call it being part of the heart family,” 
Wolfe says. “It helps the kids, too. They 
can go to events and see other kids like 
them. It normalizes it a bit.” — SB

Trisha Wolfe, lead coordinator for MLH of 
Columbus, holds her daughter, Jackie, who was 
diagnosed with a heart defect at 19 weeks in 
utero and passed away at just five months old.
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“[Kids] can go to events and see other kids like them. It normalizes it a 
bit,” says Trishia Wolfe, about MLH of Columbus events. 

VITALS
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In Memory Of:

Frank Cecco
Randy and Sherry Gay

Anthony Scialdone

Florence Chase
Gordon and Roma Duffy

Chris Cunningham
Mended Hearts Chapter #198

Raul Fernandes
Randy and Sherry Gay

Anne Katz
Daniel Gillen

Edward Kennedy
Mended Hearts Chapter #198

Blanche Koppelman
Judith Stalk

Christian Merrill
Directors, Officers and Associates of BB&T

Ben Moskowitz
Mended Hearts Chapter #233

Bob Scott
Larry and Sharon Feldman

Lynn Frierson

Randy and Sherry Gay

Mended Hearts Chapter #296

Woonsocket Lodge, No. 850

Raymond Lee Shively
Sally N. Melcher

Gordon and Judy Rittmeyer

Edgar Southard
Gary and Joan Corder

Jimmie and Jeanie Payne

Miriam Schneiderheinze

Genell Taylor
Mended Hearts Chapter #245

Emedio Dominic Torre
Aunt Sue and Uncle Ron

Virginia Zarate
Antonio and Lila Guzman Living Trust

Mended Hearts Chapter #40

In Honor/Recognition/ 
Celebration Of:

The Galvanek Family
Mary Helen Bass 

Dr. Henry B.C. Low’s 90th Birthday
Hiroyoshi Takata

Jessica A. Rogers
Sheila Rogers

My Heart Beats For: 
Frank Andrews

Ross and Gina Fishman - for Ethan Fishman

Beth Schramm - for her husband of 44 years

Allan Walker

Juanita Zuber

Thanks For Giving:
ACC Accreditation Services - Philip 
Beckley, Maghee Disch, Suzanne 
Inglis, Dawn Malone, Keri Morris, 
Susan Perrier and Nancy Speicher

Amirah Ali

Margaret Aughenbaugh

Marcia Baker in recognition of Mike Barnes 

Ariel Blumencwejg

Daniel P. Brady

Darld Brannon

Ruth Cantu in honor of Jesse Hernandez

Evelyn Cavicchio

David Clemons

George and Jane Collier

Dawn Conrad

Martha Curry

Norma Davis

Daniel and Carol Dollarhide

Richard P. Drake

Gary Stephen Fishman

Lynn Frierson

Debra Gammon in memory 
of Christine Zagroba

Amanda Garner

Elizabeth Guillot

Charles F. Hobbs

Richard A. Holloway

Mary Lindner

Gus Littlefield

Glenna Mackenzie

Sarah Mannion

John and Angie Marchetti

Theresa Marts

Joseph Mason

Mary Maximovich

Catherine McCarthy

Mark Measell

Mended Hearts Chapter #245

Michelle Michel on behalf of 
Dr. Peter Bittenbender

Emily Mitsch

Wynette Moore

Julie Nelson

The Pareso Family and WHS Friends 
in memory of Alissa Muhleman 

Robert and Laurie Pasch

Shannan Pearsall

Peter Previte

Larry Rafferty

Summer Redwine

Stephen Ruediger

Eric Sanchez

Michael J. Seiler

Dr. Howard Shapiro

Robyn Shaw in honor of Mended 
Hearts Chapter #339

John and Nora Sherrick

Benjamin Steelman

Jana Stewart

Dylan Stieber in honor of Mended 
Hearts Chapter #386

Francis Urick

Ronald and Janice Vlcek in memory 
of Christine “Tina” Zagroba 

John Ware

Barbara Weaver in honor of Keith R. Weaver

Welton Whann

John Zuber

In Lieu Of Expense Reimbursement:
Andrea Baer

John Dunn

Shirley Kell

In Lieu Of Shipping Charges On 
Heartguides:

Mended Hearts Chapter #40

Mended Hearts Chapter #179

Mended Hearts Chapter #296

Gifts From the Heart
Special thanks to the following contributors for their gifts to Mended Hearts and Mended Little Hearts from  
December 3, 2016 through February 9, 2017.
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General Donations:
Amirah Ali

Nina Campanicki 

Dennis L. Vanderhoof Trust

Adele Draiman

John Frank

Thomas Gretzinger, M.D.

Patricia Jasmin

Walter H. Kovaciny

Sara K. Lampert through the Dixie 
Kirsch Family Foundation Fund 

James and Nancy Lenaghan through 
the Lenaghan Family Fund

Ron Liaban

Anthony Masiello

Mary Maximovich

Noemi Melendres-Wozny

Mended Hearts Chapter #63

Mended Hearts Chapter #137

Linda and Mike Mussallem 

Alice Ochital and Family

Jeanette Oliver 

Gary Phillips “Quest for the Tour”

Peter Previte

Keith Quigley

Maryjo Richardson

Katharine Robertson

Alberta Rogers

Roxanna Sharp

John Sherrick

Mona Silvey 

Jana Stewart

Peter Stewart

Barbara Swanson

United Way – National Capital Area

Janis Vicary

John Zuber

Mended Little Hearts 
Tita Hutchens Fund

In Memory Of: 

Lewis A. Affetto, Jr. 
The Lewis A. Affetto, Jr. Foundation

Ashley Allen
Maranda Shelton

Charlie M. Baer
Tia Lucy and Tia Pat

Dawn S. Bienenfeld
Emily Holtzer

Colin
Pascack Reformed Church

Stephen Ray Crow
Miranda Showalter

Joseph Eugene Desjarlais
Forrest Kramer

Ava Claire Dodd
Jason and Lindsey Mayer and Family

Lauren Enochs
Tim and Ausra Clifford

Bobbi Donnelly

Douglas Forker

The Gnagey Family

Marie Hatchell

Frances and Doug Howard

Agnieszka Kurczewska

Candice Levri

Linda Martin

Sarah Montague

Cathleen Moran

Joseph Moran

Charley and Kathy Murdock

Jill Newton

Linda Oaks

Judy Reese

The Reimolds

Tidewater Eye Centers

Tidewater Optometric Society

Cortney Wilson

Leona Grace
McWendell and Kimberly Roth

Gabriella Grace Kresl
Anthony Kresl

Rem Linsky
Norman Linsky

Sidney Manning
Kim Mount

Tracy Minster
Gina Caufield

Christine Eckert

Kerrie Merz

Alissa Muhleman
Alissa Freeland

Janice Murdoch

Patrick Sidey

Doris Rowan
Local 3276

Diane McJunkin

Thomas A. Rowan

Ottis, Randy and Jim Stover

Rebecca Lea Van Oss
Mark and Katherine Kipling

Kathy Walton
Mended Hearts Chapter #40

In Honor/Recognition/Celebration Of:

Julissa Aguirre
The Russell Family - Jamie, 
David and MiaBella

Jacob Andrews – in honor of his remarkable 
recovery

Karen Andrews

Ryan Matthew Bertholf
Johnny and Elly Kosowicz

Christian Charno
Karen Baxter

Adeline Rose Gallagher
Nicole Gallagher

Andrew and Laura Heffernan
Sharon and Alex

Justin
James Turner, Sr.

Luca, Maelys and Marshall
Perrin Ozdemir and Marshall Mort

Don and Sherry Peshek
Patricia Amodei

Everly Redwine
Janice Douglas

Keith, Patty, Emily and Paige Douglas

Amy Mason – in honor of Everly’s 
2-month and 3-month birthdays

Keenan Rogers
Stephane Rogers

Milo Sisaithong
Laura Hurdelbrink

Bravery Bags:
Patrick Cunningham

General Donations:
Marc Adams

Nicole Allison

Letty Belland

Jay Burmeister

Jeffrey Davin

Fawn Delaney

IT at JH Network, Telecom and Data Center

Daris Jutten

Patricia Langan

Mended Hearts Chapter #63

Melinda Redding

Donna Reid

Aaron Sams

Adam Schoen

Darryl Sentell

David Smith

Nancy Smith

Aaron Spencer

Geraldine Stewart
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Historical Hearts
Chapter Anniversaries 
March – April 2017

5 years
• Chicago, Illinois · Chapter 106 · Midwest Region

Mended Little Hearts Anniversaries  
March – April 2017

5 years
• Mended Little Hearts of Greater Portland • Portland, Oregon · Western Region

• Mended Little Hearts of Silicon Valley • Stanford, California · Western Region

The Mended Hearts YouTube channel is a great source for informative videos about 

heart conditions as well as personal stories of survival from our members. Subscribing 

to the Mended Hearts channel is easy and free.  

If you’re using your computer, open your favorite Internet browser and go to  

http://hubs.ly/H05vCZl0 and select “Subscribe.”

If you’re on a tablet or smartphone and have the YouTube app, simply enter Mended 

Hearts into the search bar. Select “Mended Hearts – The largest cardiovascular 

patient peer support network in the world!” Select “Subscribe.” 

The channel features a growing library of videos covering a number of issues 

that heart patients and their caregivers face. You’ll also find videos from past 

Mended Hearts conferences and training sessions. Subscribe today and share 

the videos with friends, family and other heart patients.

Watch Mended Hearts on YouTube

http://hubs.ly/H05vCZl0


Mark your calendars for 
the 64th Mended Hearts 
Annual Conference

The Mended Hearts, Inc.
8150 N. Central Expwy., M2248 
Dallas, Texas 75206-1815

Save the Date!

When: July 3 – 7, 2017 (strategically 
planned for attendees to see the largest 
fireworks show in the country)

Who: You!

What : Let Freedom Ring… Let Your  
Heart Sing!

Where: Gaylord Opryland Resort & 
Convention Center in Nashville

Colorful architecture, wonderful food and upbeat rhythms will set the 
stage for what is sure to be an exciting conference. You can reconnect 
with chapter members and make new friends from across the country, 
while enhancing your skills as a chapter officer, member, visitor and 
caregiver. The conference will offer sessions by experienced members 
and nationally renowned speakers. Whether you’re a patient, family 
member or caregiver — you don’t want to miss this enriching experience. 

When: July 3 – 7, 2017 (strategically 
planned for attendees to see the largest 
fireworks show in the country)

Who: You!

What : Let Freedom Ring… Let Your  
Heart Sing!

Where: Gaylord Opryland Resort & 
Convention Center in Nashville

Colorful architecture, wonderful food and upbeat rhythms will set the 
stage for what is sure to be an exciting conference. You can reconnect 
with chapter members and make new friends from across the country, 
while enhancing your skills as a chapter officer, member, visitor and 
caregiver. The conference will offer sessions by experienced members 
and nationally renowned speakers. Whether you’re a patient, family 
member or caregiver — you don’t want to miss this enriching experience. 
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