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From the Editor

 

Jenny Muscatell

The Heart Community
Collection - CHD
Magazine

It is an absolute pleasure to welcome you
to the Heart Community Collection's first
CHD Magazine. It has been about a year
since the inception of this wonderful
community of givers and we could not be
more moved by the work being done. 

We are inspired daily by the voices, and
more importantly the heart, behind those
voices within our community of caring. It is
our mission to provide quality resources to
those impacted by congenital heart
disease, to raise awareness, and to bridge
the gaps of isolation caused by living with
a chronic illness. 

As a publication we do not advocate for
any specific ideology, but consider this
platform one of raised voices and personal
stories shared with the intention of helping
others through difficult roads. Letters to
the editor are encouraged via our website
and will be considered for publication in
future prints. 
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BEHIND THE MOVEMENT

         s members of the heart

 community, we understand the

importance of connection. It is our

mission to provide quality resources to

those impacted by congenital heart

disease. In our store, you will find a

wide variety of reading materials, from

children's books to memoirs and

educational books to cookbooks on

healthy living. Head on over to our

social media and event pages where

you can stay up to date on the latest

news from The Heart Community

Collection.

Maybe you or someone you love was

born with a CHD. We understand that

can be scary and want you to know

that you are not alone. 

Our community is filled with an

incredible group of givers who are

passionate about joining forces to

raise voices and spread awareness for

those impacted by CHD. We are

always looking to grow our

community.  If you would like to

partner with us, please visit our

website at:

theheartcommunitycollection.com

and submit the contact form. 

Perhaps you've written a book on the

topic of CHD or manage a non-profit

organization that supports the heart

community. We want to hear from

you! Maybe you are a jeweler,

musician, motivational speaker, artist,

or medical expert who'd like to share

your work with the CHD community.

We'd love to explore a partnership

with you.

       ach of our founders faced their CHD journey        

 during an era where little was known about congenital

heart disease. Social media did not exist, and access to

the World Wide Web was only beginning. Needless to say,

support was limited. The idea of the strength and

presence of a united community of voices and

experiences being shared for the common purpose of

helping others through their CHD battle is breathtakingly

beautiful. It is our joy to connect with others on a shared

mission - we truly believe we are stronger together.

E
THE CHD VOICE
OUR WHY

A

OUR MISSION
TOGETHER

nna Jaworski is an Oma, Heart Mom, podcaster, producer, author, and blogger. Anna is the Host of "Heart to Heart

with Anna" - a podcast for the congenital heart defect (CHD) community. The podcast is an interview-style podcast

where Anna talks with doctors, nurses, Heart Warriors, Heart Parents, Heart Siblings, and other members of the CHD

community. Anna is also the Producer of "Bereaved But Still Me" -- a podcast for the bereaved community,

"Guerreros Del Corazon" -- a podcast for the Spanish-speaking CHD community, and "Heart to Heart with Nicole

and David" -- a podcast for Adults in the CHD community BY Adults in the CHD community. You can learn more

about Anna by visiting www.heartsunitetheglobe.org. 

Jenny Muscatell is a licensed social worker, blogger, author, and photographer. She holds a Bachelor’s in Mental

Health and Human Services. With over two decades of experience in the social services field, Jenny has established

an extensive reservoir of expertise specializing in crisis intervention, health systems, and end of life care. Jenny is

deeply passionate about the work she does. She has been regarded as a fierce advocate. Jenny is the author of the

Amazon Best Selling book, “The Journey of Faith and an Open Heart,” and the mom of an HLHS thriver. She has

shared her faith and experiences on a variety of podcasts, social media platforms, and WCHF’s Missions in the

Backyard Program. Jenny’s mission is to give voice to the vulnerable, hope to the hurting, and to make way for the

unspoken to be told. To learn more visit www.jennymuscatell.com and www.moscatellis.com

Amy M. Le was born in Vietnam and immigrated to the United States in 1980. The fall of Saigon propelled her

family to embark on a treacherous journey to America. She lived in Seattle most of her life and worked for large

corporations like Microsoft and T-Mobile. In 2017 when Amy’s mother passed, Amy quit her corporate career to

write her mother’s story. “Snow in Vietnam” was her debut novel published in 2019. Amy is a Vietnam War survivor

and a Congenital Heart Defect (CHD) warrior. Today Amy is a full-time author. She resides in Oklahoma with her

husband and son. When she is not writing, Amy volunteers for a child advocacy center and serves as president of

the Oklahoma City Writers Inc. Learn More at www.amy-m-le.com

A

MEET THE FOUNDERSTEAMWORK

T H E  H E A R T  C O M M U N I T Y  C O L L E C T I O N
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When I was f i rst told “there’s
something wrong with your baby’s
heart” fol lowed by “he’ l l  need surgery
to survive," al l  the worst things ran
through my mind. Confusion, anger,
sadness, gr ief ,  doubt, blame, fear.
When we got to the point of birth,
surgery, and recovery those same
thoughts existed for me, but were
temporari ly quieted. When you’re
faced with the real i ty that open-heart
surgery (and al l  i t  entai ls) is what is
necessary for your chi ld, you’re
somehow able to just give up control
and trust the process. You just don’t
have a choice any longer.  And whi le
those scary feel ings were st i l l  there,
they became less intense for me,
because we were in the thick of i t  and
had no comparison for what l i fe with a
“normal” baby should look l ike.

While I  could spend forever writ ing
about, and re-l iv ing the feel ings we
encountered, in the early days as
heart parents,  I  want to address the
thoughts I  personal ly have now, the
ones I  have after al l  the real ly,  real ly
hard stuff happened - when the
oxygen cannula and chest tubes are
removed, the incis ions are healed, and
you’re home with a one-year-old
who’s learning to walk,  talk,  and eat a
sandwich with his chunky l i t t le hands.

The mind of a heart mom is complex;
ful l  of pr ide over the strength of her
warr ior baby and simultaneously ful l  of
worry around any ai lment that occurs
post-heart surgery. What is normal for
a healthy baby could be  dangerous
for a heart baby i f  not closely
monitored. A heart mom sees a temp
over 99 and wonders i f  i t ’s ok to cal l
the doctor,  or i f  they’ l l  think you’re
crazy again. You can’t just easi ly skip
the fever reducers and “wait i t  out”
every t ime something comes up. 

-the mind of a
heart mom is
complex, y'al l .

 I  shared on my Instagram stories the
other day that I  wish I  didn’t have to
cal l  the doctor every t ime my kid is
sick.  I  would love to trust in the ever-
popular crunchy mom l i festyle,  but
the real i ty is that i t  cannot be our
real i ty.

(Pause for a quick reminder:  these
are my  v iews as a heart mom, not all
heart famil ies wi l l  feel the same.)

I ’m not saying moms of healthy kids
don’t worry, I ’m just saying heart
moms have a l i t t le extra always goin’
on in their  brains.  Now, ful l
transparency: sometimes I  don’t cal l
the doctor when Henderson gets
sick, and that can actual ly feel r isky.
So most t imes, I  do cal l .  Honestly,
some of my reasoning for cal l ing is
tr iggered by gui l t  for what could
happen if  I  don’t ,  but i t  also equal ly
stems from concern for my chi ld and
the things I ’ve learned since we
entered the world of CHD. Like I  said
– the mind of a heart mom is
complex, y’al l .

When my heart warr ior goes to bed
sick, I  worry i f  he’ l l  wake up. Sure,
that’s a pretty morbid thought, but
it ’s my real i ty some nights.  I  truly do
try my best not to let those thoughts
fester,  though. In those moments, I
pray for peace, heal ing, and strength
over my chi ld and my mind. 

The Mind of a Growing Heart Mom 
- Amelia Woods -



I  ask for God to calm my anxiet ies so
I can rest to take care of my baby the
next day. Typical ly,  that does the
tr ick,  but I ’d be lying i f  I  told you it
completely takes those doubts away.
Part of me wonders i f  i t ’ l l  a lways feel
this way, but the one thing I  can ful ly
rest in is that God is my strength. The
truth is – I  am definitely NOT strong
enough on my own to get through
this heart mama mindset.  I f  you’re a
parent f inding yourself  in the same
boat,  I  want to encourage you to
trust in the One who is bigger than
you. He gave us these special  babies
because He knows that coupled with
His mercy and grace, we can do this!  

On behalf  of other moms l ike me, I
want to note that there’s a difference
between l iv ing in constant,  dai ly fear
of what could happen to your baby
and being present enough with
real i ty to acknowledge your val id
concerns. Extremes one way or the
other are never good mindsets for
anyone to reside. My hope in sharing
this heart-mom-brain-dump is that a
new perspective wi l l  s i t  with you. Not
out of pity or sorrow for heart moms,
but with respect and love for people
who parent differently than you
because we don’t have another
choice. 

Amelia Woods-
Founder of Heart Like a Mother

The overal l  mission of Heart Like A
Mother is to bring awareness of CHD
and provide support to heart famil ies.
In her blog posts,  Amelia shares her
real i ty of what being a heart mom is
l ike, t ips for coping with a CHD
diagnosis and hospital  stay, along
with a bit  of sarcast ic mom humor
thrown in occasional ly.  Amelia is
passionate about helping others and
hopes that her writ ing wil l  br ing
encouragement to fel low CHD
parents.

Visit  today: heart l ikeamother.com

TRUST IN 
THE ONE WHO

IS BIGGER
THAN YOU

-Amelia Woods

The Mind of a Growing Heart Mom 
- Amelia Woods -
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I  am a heart warr ior.  I  am a f ighter.
My strength comes from my faith
and is fueled by my perseverance.
I  am strong, not because of what I
can l i f t ,  nor what I  must endure,
but of my sheer wi l l  to f ight for a
better tomorrow. My perseverance
is powered by my heart ,  the
muscle that reminds me I am al ive.

I  am a heart warr ior.  My family is
my l i fe.  I  would die for them as
they would die for me. I  am not
afraid to show pain, insecurit ies,  or
doubts, for those emotions
strengthen my resolve. They let me
know I am human, made in His
image. I  have courage. I  have
heart .  I  wi l l  r ise and not give up. I
am a Heart Warr ior and this is my
creed.

Visit  Amy: www.amy-m-le.com

A HEART WARRIOR'S CREED
By Amy M. Le |  Author of the Snow Tri logy

A Heart Warrior's Creed
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FROM THE SOUND OF SILENCE 
TO THE SOUND OF CARING

Often when I  set about to write,  
I  l isten to music for inspirat ion.

"Hel lo darkness, my old fr iend
I’ve come to talk with you again" 

And it  is in this l istening that I  f ind
my heart ,  my mind, my soul open
and engage.

"Because a vis ion soft ly creeping
Left i ts seeds whi le I  was sleeping"

And it  was recently,  as inspirat ion
began to percolate, that I  l istened
to the Sound of Si lence.

"And the vis ion that was planted in
my brain

Sti l l  remains
Within the sound of s i lence"

I  have been preparing a
presentat ion on the importance of
relat ionship centered care and
within this construct the power and
impact of l istening.

" In rest less dreams I  walked alone
Narrow streets of cobblestone"

According to the Joint Commission,
communication fai lure was at the
root of over 70 percent of ser ious
adverse health outcomes in
hospitals .  Yes. 70%. Listening
effectively,  attentively,  intentional ly
and for understanding, is not just
the “nice” stuff .  I t  saves l ives.

"And in the naked l ight I  saw
Ten thousand people, maybe more"

Two out of every three patients are
discharged from the hospital
without knowing their diagnoses.

"People talk ing without speaking
People hearing without l istening"

In over 60% of cases, patients
misunderstand directions after a
vis it  to their  doctor’s off ice.

"People writ ing songs that voices
never share
And no one dared
Disturb the sound of s i lence"

Physicians interrupt their  patients
within 12 to 18 seconds of the
patient beginning to share the
narrat ive of their  symptoms.

The most basic of al l  human
needs is the need to
understand and be
understood. The best way to
understand people is to l isten
to them.

~ Ralph Nichols,  PhD

Just l isten to your patient,  he
is tel l ing you the diagnosis.

~ Wil l iam Osler,  MD

 
- Thomas H. Dahlborg -
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FROM THE SOUND OF SILENCE 
TO THE SOUND OF CARING

Only 23 % of the t ime are patients
al lowed to complete their  opening
statement where they define their
agenda for their  vis i t  with their
doctor.

"Fools,  said I ,  you do not know
Silence l ike a cancer grows"

Yes. A cancer is growing. And this
cancer is s i lence as more and more
patients and famil ies give up on us.
Give up on trying to be heard and
l istened to.

"Hear my words that I  might teach
you
Take my arms that I  might reach
you"

They have tr ied. Under the most
chal lenging of circumstances, ( in
pain, scared), they have tr ied to tel l
us.  To teach us. They have with
great courage and vulnerabi l i ty
extended their arms, exposing their
hearts,  to us.

"But my words, l ike si lent raindrops
fel l
And echoed in the wel ls of s i lence"

But their  words have fel l  as i f  s i lent
and we have missed their voice,
their  insights,  their  wisdom. And we
have missed grand opportunit ies to
hold them, to truly care for and
about them, to keep them safe, and
to love them.

Listening with an open mind and an
open heart is hard. We are not
programmed to do so. We are not
programmed to l isten with
intention. And we work within
healthcare systems of our own
creation which minimize and often
sabotage this essential  ski l l .  And
yet,  we know better and there are
tools,  trainings and system
improvements we can implement
today to ensure we are l istening to
understand. To help. To honor.

As healthcare leaders,  i t  is
imperative that we posit ion al l  of
our cl inical and administrat ive
teams to feel whole and healthy and
cared for and care about – that we
posit ion them to l isten with an open
heart and mind to al l .  To create
healthCARING.

As cl inical and care teams, i t  is
imperative that we hold leadership
to task.  That we share our voices.
That we demand we feel safe, that
we are best posit ioned to provide
the best care for al l ,  that we are
able to l isten with our open hearts
and minds. That we care. That we
love.

As patients and famil ies and loved
ones, i t  is imperat ive that we f ind
(or re-f ind) our voice. That we
support and honor one another in
community.  That we petit ion for
safety within the healthcare system
(physical ,  mental ,  emotional ,
spir i tual) and not accept anything
less.  That we share what is on our
hearts and minds. That we voice our
concerns, our chal lenges, our
recognit ion of the goodness. And
that we too l isten to understand.

I t  is not that the patient is
always r ight.  I t  is not that the
doctor is always r ight.  I t ’s
that i t  is always r ight to have
a conversation, to l isten.

~ Tom Frieden, MD, (former)
Director of the CDC

 
- Thomas H. Dahlborg -
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*Song lyr ics in quotes from Simon
and Garfunkel , ,  Simon, P. ,  &
Scoppa, B. (2001).  Sounds of
si lence.



FROM THE SOUND OF SILENCE 
TO THE SOUND OF CARING

~ Thomas H. Dahlborg, MSHSM
President & CEO
Dahlborg HealthCARING
Leadership Group, LLC (DHLG)

 
Director Health Care
Global Listening Centre Board 
Author of the Award Winning
book:
From Heart to Head and Back
Again … a journey through the
healthcare system .

Author of the international ly
wel l-received and impactful
book:
The Big Kid and Basketbal l  …
and the lessons he taught his
Father and Coach --- The story
of a chi ld who overcame the
impact of bul lying through
resi l ience, sports and love.

 
- Thomas H. Dahlborg -

Together we can improve our
l istening.

Together we can turn the Sound of
Si lence to the Sound of Caring.

TOGETHER WE
CAN IMPROVE

OUR
LISTENTING

- Thomas H. Dahlborg

 The Heart Community Collection - CHD Magazine |  10

https://tdahlborg.wordpress.com/
http://www.globallisteningcentre.org/member/thomas-h-dahlborg/
http://www.globallisteningcentre.org/
https://www.health-caring.org/
https://tbkid.org/


" I  A M  H O N O R E D  T O  B E  O N E  O F  T H E  A U T H O R S  I N
T H E  H E A R T  C O M M U N I T Y  C O L L E C T I O N ,  E V E N

T H O U G H  I  D O  N O T  H A V E  C H D ,  I  A M  L E A R N I N G
A N D  H E R E  A R E  S O M E  B O O K S  I  R E C E N T L Y  F O U N D

T H A T  Y O U  M I G H T  F I N D  I N T E R E S T I N G . "
 

C O N G E N I T A L  H E A R T  D E F E C T  C H I L D R E N ' S  B O O K  -
T H E  A B I L I T I E S  I N  M E .

 
J E R E M I A H  T H E  C H D  A W A R E  B E A R  A N D  F R I E N D S  :

A  S T O R Y  F O R  C H I L D R E N  T O U C H E D  B Y
C O N G E N I T A L  H E A R T  D I S E A S E

 
T H E  P A R E N T ' S  G U I D E  T O  C H I L D R E N ' S

C O N G E N I T A L  H E A R T  D E F E C T S  :  W H A T  T H E Y  A R E ,
H O W  T O  T R E A T  T H E M ,  H O W  T O  C O P E  W I T H  T H E M

 Tom Garz

https://www.theabilitiesinme.com/products/congenital-heart-defect-chd
http://www.worldcat.org/oclc/925553971
http://www.worldcat.org/oclc/46835179


Here are some recent l inks to topics of  interest .  You can always f ind more by 
using the search str ing “congenita l  heart”  in your favor i te Search Engine.

 
Disabi l i t ies fa i r ly  common among adults with congenita l  heart  defects

In developed world,  women with congenita l  heart  disease typical ly  give birth safely
Impairment in execut ive funct ion associated with congenita l  heart  disease in

school-aged chi ldren
4-year-old gir l  gets the best  bir thday present :  A new heart

Ask the Expert :  What care wi l l  chi ldren with congenita l  heart  defects require?
Posit ive Outcomes for  Adult  Congenita l  Heart  Disease and Pregnancy

Health Beat :  Congenita l  heart  disease:  Timing is  everything
Fetal  heart  rate monitor ing can help manage high-r isk pregnancies

Pregnancy Outcomes Examined in Women With Congenita l  Heart  Disease
Grown -up congenital  heart  (GUCH )  d isease :  current needs and provis ion of  serv ice

for adolescents and adults  with congenital  heart  d isease in the UK

CHD NEWS AND
TOPICS OF INTEREST
By Tom Garz

We asked Tom Garz, one of our
favorite researchers, to gather

some helpful information. He has
scoured the internet and found a
wealth of information featured in

the links listed here.
Thank you, Tom! The CHD
community appreciates you!
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https://www.cardiovascularbusiness.com/topics/structural-heart-disease/disabilities-fairly-common-among-adults-congenital-heart-defects
https://www.healio.com/news/cardiology/20211027/in-developed-world-women-with-congenital-heart-disease-typically-give-birth-safely
https://www.2minutemedicine.com/impairment-in-executive-function-associated-with-congenital-heart-disease-in-school-aged-children/
https://www.today.com/health/girl-congenital-heart-defect-gets-heart-4th-birthday-t235679
https://dailyprogress.com/lifestyles/health-med-fit/ask-the-expert-what-care-will-children-with-congenital-heart-defects-require/article_45597c1e-27d9-11ec-b1ff-1749fc8e1f79.html
https://www.chicagoparent.com/sponsored-content/congenital-heart-disease-and-pregnancy/
https://www.wfmz.com/health/health-beat/health-beat-congenital-heart-disease-timing-is-everything/article_e99e33e0-26e5-11ec-bdea-a36e017ac74d.html
https://www.eurekalert.org/news-releases/933598
https://consumer.healthday.com/women-with-chd-can-get-through-pregnancy-birth-safely-2655288707.html
https://heart.bmj.com/content/88/suppl_1/i1


CHD & 
 Travel

Enjoy the Holiday
@TheHeartCommunity

Collection

Traveling Soon with CHD? – Have Fun!!

Traveling with Congenital Heart Disease
Travel and trips - Little Hearts Matter
Congenital heart disease and air travel
TSA - Disabilities and Medical Conditions
A Heart for Travel: Travel Health
Considerations for Patients with Heart
Disease and Cardiac Devices
Experiences and Attitudes of International
Travelers with Cardiovascular Disease: A
Qualitative Analysis
Travel insurance with a heart or circulatory
condition

"Some years ago, I traveled with my father
who had multiple medical conditions to
Alaska, where he wanted to go as a life
dream. We went through a Special Needs
Travel Agency and it worked out well. I
couldn’t find an agency specifically for
CHD but here’s one that might be of
interest."

Elite Cruises and Vacations

By Tom Garz

 Tom Garz

Traveling for the Holidays?
Check out these helpful resource

links
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https://www.achaheart.org/your-heart/educational-qas/living-with-chd/traveling-with-chd/
https://www.lhm.org.uk/information/lifestyle-information/travel-and-trips/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8412047/
https://www.tsa.gov/travel/special-procedures
https://imj.ie/a-heart-for-travel-travel-health-considerations-for-patients-with-heart-disease-and-cardiac-devices/
https://imj.ie/a-heart-for-travel-travel-health-considerations-for-patients-with-heart-disease-and-cardiac-devices/
https://www.ajtmh.org/view/journals/tpmd/102/3/article-p689.xml
https://www.bhf.org.uk/informationsupport/support/practical-support/travel-insurance
https://www.elitecruisesandvacationstravel.com/
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- resource links -

There’s always Hope!

Hope for Families of Children With Congenital Heart Defects.
Congenital Heart Initiative
Heart For Hope – BioTelemetry, a Philips company
How parents of children born with heart defects share their
hope
Abstract 15423: Hope is Not a Plan: Re-engaging Transition-aged
Young Adults With Congenital Heart Disease Actively Missing
From Cardiac Care
Oliver's Congenital Heart Defect: How One Family Found Hope
Real Stories: Living with Heart Defects
We have ❤’s that hope
Dylan the Great Heart Warrior - Hope and Encouragement to
Warriors of Congenital Heart Defects. a Look Into the Adventures
of Dylan a Young Man Who Monumentally Lives Despite the
Hurt, Setbacks and Disappointments!
Congenital Heart Disease (CHD) – Information and Resources 
Other Organisations - Children's Heart Federation

 Tom Garz

Let me know if you have CHD topic ideas for me for future articles. I’m
good at finding information and resources. Contact me at

tgideas@gmail.com
Disclaimer – Article is for information only and is not medical advice.

TG Ideas LLC
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http://www.worldcat.org/oclc/966126144
https://www.achaheart.org/your-heart/programs/research/congenital-heart-initiative/
https://www.gobio.com/heartforhope/
https://www.today.com/popculture/how-parents-children-born-heart-defects-share-their-hope-t124622
https://www.ahajournals.org/doi/10.1161/circ.142.suppl_3.15423
https://www.youtube.com/watch?v=Q2SkSzGWCy4
https://www.cdc.gov/ncbddd/birthdefects/stories/heartdefects.html
https://www.facebook.com/TheCHF/videos/we-have-%25EF%25B8%258Fs-that-hope/2859954907621486/
https://www.google.com/books/edition/Dylan_the_Great_Heart_Warrior/TbKlAQAACAAJ?hl=en
https://www.google.com/books/edition/Dylan_the_Great_Heart_Warrior/TbKlAQAACAAJ?hl=en
https://interesting-health-information.blogspot.com/2021/08/congenital-heart-disease-chd.html
https://chfed.org.uk/how-we-help/other-organisations/
mailto:tgideas@gmail.com
https://sites.google.com/site/tgideas/ideas-for-products-or-services/disclaimer


 Not every gift comes wrapped in pink and blue

ribbon. Heart mamas know this full well. We

carry the magic of creation in our womb for

several months, nine, if we are lucky. We grip

hands and clench teeth through the pain of

contractions and labor, longing for the moment

of delivery - the very minute a precious life

reveals itself with the long sought-after first cry.

A baby is laid on our chest and in a split second,

life changes forever when we are given the most

beautiful gift to be treasured beyond all others.

My mama heart almost bursts at the seams just

remembering the magic - little fingers gripping

my pinky, the adorable turn of the head with just

a stroke of the cheek, confirmation the rooting

response is working. For heart mamas, this

memory is often interrupted. 
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Not Every
gift comes 

wrapped in pink
and blue
ribbon.

A Story Only God Can Write 
- Jenny Muscatell -



It's near impossible for the heart to
prepare for demolition. Rebuilding
is painful. Heart babies are
whisked away, moments or days
after birth - handed to a surgeon
whose healing touch will be
required in just a few short hours,
to break more than one heart wide-
open in order to fix it. 

Moms and dads suffer through a
new kind of labor begging for yet
another delivery. Our hearts ache
with anguish, powerless to change
the circumstances, humbled to the
smallness of who we are, longing
for mercy and favor to be doled out
once again. The moment of reunion
this side of heaven, is a blessing of
such magnitude that I struggle to
describe it in words. Our gift has
been returned, but the wrapping is
different. 

What's Happening on
the Outside is
Evidence of What's
Changing on the Inside

Beyond the stitched-up tissue and
bandaged cells, is a heart that is
literally so beautiful it carries with it
a story only God could write. One
full of suspense, tragedy,
heartache, but dazzled with joy,
victory, truth, and miraculous
events. The path of a miracle maker
is never easy. It means reaching a
crossroads where hope relies only
on the divine intervention of God.
These children are the faces of the
innocent, destined to change
history. They are a promise fulfilled
- heroic and brave. They are
precious children, His before ours.

A Promise fulfilled 
            - heroic and brave

What is hard to live
is hard to read
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Isaiah 61:1-3
JESUS PAID IT ALL:

May our Hope
Rest in Him

"...He has sent me to bind up the
brokenhearted, ...to proclaim the
year of the Lord’s favor... to comfort
all who mourn, and provide for
those who grieve... to bestow on
them a crown of beauty instead of
ashes, the oil of joy instead of
mourning, and a garment of praise
instead of a spirit of despair. They
will be called oaks of
righteousness, a planting of the
Lord for the display of his
splendor." 
The Lord has already accomplished
the unimaginable. May our hope
rest in Him - He who is the same
yesterday, today, and always. 

Jenny Muscatell

AUTHOR OF
THE JOURNEY OF FAITH

AND AN OPEN HEART



Make sure your student knows their health
history. Have them keep a written and
electronic list of all medical history including
insurance information, past procedures,
health care providers, and medications. 
Invest in a MedicAlert bracelet. For a small
annual membership fee, the above
information can be stored within the
MedicAlert System and retrieved upon a
phone call. This keeps the most important
information on file in the event of an
emergency.

Starting college in general can feel intimidating
for students and families. The added navigation
of CHD can increase tensions and anxiety. We
have pooled our audiences and they have shared
these helpful tips. 

1.

2.

   3.Have your student tour the campus ahead of 
      time with their schedule to determine walking 
      distances, parking, and areas of difficulty so a 
      mobility plan can be made in advance if needed.
   4.Identify nearby pharmacies and healthcare
      professionals, and form those connections ahead
      of time. 
   5.Make sure the faculty are aware of student
      health issues and that emergency contact
      information is kept on file. 
   6.Remember to have fun. College is an exciting
      milestone in a student's life and one worth
      celebrating. Sure there are extra precautions to
      take, but remember, you have successfully 
      navigated new journeys before. You will do so
      again. 
                               - Jenny Muscatell -

For the CHD Student
C O L L E G E
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Is Your Holiday
Feeling Like This?

You're not alone. Studies
show that holiday stress
occurs in 69%-88% of all
people. 



Play in the dirt - go ahead, enjoy your garden. 

Read a book - escape for fun, learn something new. 

Take a walk or jog - shoot bring your furry friend with
you.

Meditate - Feed your mind and spirit.

Pamper yourself to a manicure, pedicure, massage or
facial.

Holiday

The holiday frenzy can be stressful. As we host
small gatherings, buy gifts for our loved ones,
take care of those who need us, and decorate
our home, it is important we take time to refuel. 

We’ve all heard the saying, “Put your oxygen
mask on first before helping others.” However,
when it comes to self-care,  we often throw this
mentality out the window. 

Self-care is a self-maintenance process. 
We can't wait until total meltdown and expect to
accomplish a healthy routine in emergency
mode. We must prioritize filling our tanks. 

Here are some tips to take care of yourself each
day to build up that reserve so when you need
to sprint, you have the resolve and energy to
fight. 

Spend time with your inner circle.

Go bow hunting or ax throwing - spend some time at
the range.

Listen to music, take a bath, light some candles. 

Helpful Tips

Remember, there are little things that bring you
joy. Keep a list of those "easy-to-do" little things
nearby and find at least one way to take care of
yourself daily. You deserve it!

TAKE CARE OF
YOURSELVES

EACH DAY

-Amy M. Le
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Faith has words of encouragement
for both warr iors and their famil ies:

 “Don’t be afraid to ask for help. I
think we try to do so many things on
our own, we forget that everyone we
know needs help with something. I t  is
good to remember that.  This wi l l  help
you create a great support system
around yourself .  

Laugh often. Laughter real ly is the
best medicine. 

Parents,  let your chi ld be part of the
planning process. I t  wi l l  give them a
sense of control and may even make
parts of the experience fun. We al l
face hardships in l i fe,  some similar ,
some different.  Hope is what gets us
through! We al l  need something to
look forward to. Chi ldren are the
same. The hospital  isn’t  fun, but there
ARE things to look forward to. One
thing that I  a lways looked forward to
when waking up from surgery was a
Subway sandwich. That was
something my family and I  planned
for.  I  knew that once I  woke up from
surgery, and was al lowed to eat,  this
would be wait ing for me. 

That being said, remember this
situat ion is far from perfect,  and
that 's okay. We don't expect you to
make it  perfect for us.  But know that
we are so very thankful for everything
that you do.” - Faith Brackett

Warrior Spotl ight

Laugh often.

Laughter real ly is the

best medicine.

 
Faith is the Maine Lead Coordinator
and Social  Media Coordinator for
Conquering CHD - Massachusetts,  a
spokeswoman for the American Heart
Associat ion, and sits on the Young
Adult board of the Chi ldren's Heart
Foundation.
 
Faith is no stranger to pageantry,
having held the t i t le of USA National
Miss Pine Tree State 2021, and USA
National Miss Maine 2020. She
earned 1RU to the USA National Role
Model Tit le at USA National Miss
Nationals in 2021. 

Faith is a publ ished author,  whose
works are featured in the Heart
Community Col lection Bookstore.
She also partners with Val iant Works
publ ishing to provide Tablet Talk
recipients with copies of her book, A
Heart Like Mine.

Faith is a national speaker,  having
had appearances on radio, podcasts,
and several  social  media platforms.
She is the 2020 Christenbury Award
recipient for outstanding community
service, and two t ime Gold
Presidential  Service Award Recipient.
She spends most of her t ime working
on heart health projects and
volunteering within her community.  

Faith is a 2018 Cum
Laude graduate
having earned a
Bachelor 's Degree
majoring in
Elementary Education.
She is the founder of
Tablet Talk,  an
organizat ion created
to keep cardiac
chi ldren connected to
family and fr iends
while experiencing
extended stays in the
hospital .  
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" I  was born with Hypoplast ic Left
Heart Syndrome, though at the t ime,
no one knew it .  This was 26 years
ago, and 26 years is a long t ime when
measured by the advancements of
medical technology.

In a world of 3-D ultrasounds and in-
utero procedures, i t  is hard to
remember a day when images from a
standard pre-natal  sonogram showed
only the basics.  Mine labeled me
healthy.

As a baby, I  was fussy, sweaty, and
congested.. .so I  am told. Persistent
tr ips to the doctor revealed the news.
My left ventr icle did not develop. My
valves were abnormal.  My aorta and
pulmonary arter ies were smal l  and
pinched, and there were holes in the
upper and lower chambers of my
heart .  I  was going to need surgery.
Not just one… three were predicted.
The doctors offered hope, tel l ing my
family these procedures could save
my l i fe.  I t  was going to work… or i t
wasn’t .

Not the best odds, but I  can proudly
say I  beat them. I  didn’t have the
predicted three surgeries the doctor
spoke of.  I  instead had a total  of
eight major open-heart operat ions.
My f irst operat ion was at four months
old. I t ’s incredible to think that my
heart was the size of a walnut.  My
surgeon connected major arter ies
together and added man-made parts.
He rearranged the f low of my blood
so my heart would not have to work
as hard.

I  made it  through surgery, but my
health got worse. My team did not
give up! four days later I  went back
to the O.R. My odds for survival
decreased to grim. They kept
f ighting, and so did I .  

Together we

continue to f ight.

This operat ion was more del icate
than the f i rst .  After nine long surgical
hours,  they tr ied four t imes to al low
my heart to beat on its own. Fai lure
was not an option.

 I  stand here beyond thankful for the
team's persistence. I  got stronger and
healthier and went home. 

I  had my third surgery when I  was
two. I  suffered a stroke and lost al l
movement on my r ight s ide. I t  now
works just f ine. My fourth surgery
was at the age of four,  and my f i f th in
second grade, making me the f i rst
chi ld ever to undergo what is now
cal led the Biventr icular repair .  This
groundbreaking science al lowed me
the opportunity to learn to r ide a
bike, go to school,  make fr iends, and
become a big sister.

Heart surgery number six was in
eighth grade and numbers seven and
eight were just after my senior year
of high school.  Due to my
experience, i t  has become my
mission to raise awareness for
congenital  heart disease. 

Sometimes it  can feel scary to face
disease or i l lness, but I  am here today
because, in the face of i l lness, I  was
blessed with medical professionals
who jumped in the r ing and batt led
my heart disease with me and
together we continue to f ight."

Warrior Spotl ight
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3 c kosher salt
5 c sugar
2 medium onions coarsely chopped
2 medium leeks, white and pale green
parts
2 carrots peeled and coarsely
chopped
2 celery stalks coarsely chopped
2 dried bay leaves
3 sprigs fresh thyme
3 sprigs fresh. f lat leaf parsley
2 tsp whole black peppercorns
Freshly ground pepper
10 c water
Cornish hens

Preheat oven to 400 degrees F with
1-2 cast i ron ski l lets inside-
depending on the number of hens
you wish to cook. 

Once heated, remove cast i ron ski l let
from the oven and coat with oi l .
Place hens breast s ide up. They wil l
make a sizzle sound. 

Cover loosely with aluminum foi l  and
return to oven - lower heat to 375
degrees F. Cook approximately 45
minutes, or unti l  internal temperature
reaches 165 degrees F. 

Remove t infoi l  and bake for another
10 minutes or unti l  skin is golden
brown. 

Transfer from pan and serve. 

Ingredients Brine

Combine salt ,  sugar,  onions, leeks,
carrots,  celery, bay leaves, thyme,
parsley, peppercorns, freshly ground
pepper, and 10 cups water in a large
stockpot.  Bring to a boi l ,  st i rr ing unti l
salt  and sugar have dissolved.
Remove from heat;  let cool .

Ingredients Spice Rub

1 c (2 st icks) unsalted butter,
softened
2 tsp coarse salt
1 tsp freshly ground black pepper
1 tsp dried thyme
1 tsp ground cumin
1 tsp garl ic powder
1 tsp crushed red pepper f lakes
1/4 tsp ground al lspice
1/4 tsp ground cloves
1/4 tsp ground nutmeg

Directions

Brined Cornish Hen
Skillet Style
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Add hens, breast f i rst ,  to the brine.
Cover;  refr igerate 24 hours.  Remove
& pat dry.

Stuff hens with your choice of
stuff ing

Paint hens, breast s ide up with a
butter rub. May use a plain butter rub
or a butter spice rub. I  prefer the
spice rub. 

Delicious



Phở broth is traditionally slow-simmered in a pot for hours
but thanks to the Instant Pot, the same delicious broth
can be done in three hours. This recipe serves about six
bowls.

Ingredients:

Broth:
½ pound beef bones with marrow
3 pounds oxtail (cut into 1 inch thick pieces)
2 inches ginger (peeled)
1 medium sweet yellow onion (peeled)
1 tablespoon salt
1 package pho seasoning (Suggestion: Pho Hoa Pasteur.
It comes in a red 2 oz. box. Inside there are two packets.
You will need only one.)
¾ cup fish sauce (Suggestion: Viet Huong fish sauce. It
comes in a 24 fl. oz. bottle with a pink label and a picture
of three crabs.)

Meats (all optional to your preference):
1 pound ribeye beef (thinly sliced)
1 pound eye of round beef (thinly sliced)
oxtail from above in the broth section
tripe (cooked strips)
Vietnamese beef meatballs (bò viên)

Herbs and Garnishes (all optional to your preference):
soybean sprouts
peppermint or spearmint leaves
Thai basil leaves
fish wort
perilla leaves
cilantro
chili peppers
limes (cut into 6-8 wedges)

Condiments (all optional):
hoisin sauce (Suggestion: Lee Kum Kee hoisin sauce with
a purple label.)
fresh chili peppers (sliced) or hot chili sauce
(Suggestion: Sriracha.)

Noodles:
14 oz package rice (pho) stick noodles (3 mm wide)

Other:
large 8 qt. Instant Pot
colander

Instant Pot Phở 

(Vietnamese Beef Noodle Soup)
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WINTER – 2021

Directions

1. Fill a large pot half full with water and bring to a boil on

high heat.

2. Add beef bones and oxtails to the pot.

3. Boil for five minutes to remove the impurities.

4. Drain into a large colander and wash the bones and

oxtail in cold water.

5. In a large Instant Pot (or large pot if you do not have

an Instant Pot) add the beef bones, oxtail, ginger, onion,

salt, a package of pho seasoning (Pho Hoa Pasteur), fish

sauce, and 16 cups of water.

6. Set the Instant Pot to Pressure Cook on high for one

hour.

**It will take 30+ minutes for the Instant Pot to reach

pressure cook temperature, plus one hour of pressure

cooking.

If you are cooking the broth the traditional method, in a

pot on the stove, bring the broth to a boil on medium-

high heat. Then reduce the heat to low and let simmer,

covered, for 4-6 hours, until the oxtail meat is tender and

falls off the bone. Check the broth level regularly.)

7. Cook the pho rice noodles according to the package

by placing the noodles in a pot of boiling water for 6-8

minutes until cooked. Then drain and rinse in cold water.

8. Wash all your herbs and garnishes and set them aside

on a platter.

9. Once the Instant Pot is done cooking, unplug it and let

it rest for 45 minutes. Release the steam after 45 minutes

of resting.

10. Bring a pot of water to a boil and flash cook your

meats (thinly sliced ribeye beef, the eye of round, tripe,

and meatballs) for 2-5 minutes.

11. Drain and rinse the meat. Set aside on a platter.

12. Assemble your pho bowl with noodles, meats, herbs

and garnishes.

13. Heat the broth back up on the stove in a pot. Ladle

hot pho broth into your bowl and squeeze a wedge of

lime juice on top.

14. Add your desired condiments such as hoisin and

Sriracha sauce.

15. Enjoy! Serves about six.

Instant Pot Phở Recipe

From the Kitchen
of Amy M. Le
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By Lisa Colvil

BE A FRIEND
 

When one is hurting
Darkness takes over
The heart becomes colder
Sadness kills the smile
Yet when someone comes along
The impossible becomes 
Possible and
Courage shines from the storm.
A rare event of soul and spirit
coming together
Makes the journey 
worth while.
Be a friend

Connecting hearts.
We are stronger together 
For a better tomorrow

- Lisa Colvil

The people walking in
darkness have seen a great
light; on those living in the
land of deep darkness a
light has dawned.
Isaiah 9:2

Holidays are often exciting times, but for many they can bring about difficult emotions or
stressful memories such as the loss of a loved one. As you go about your holiday, remember to
be a friend and a light. Your kindness may be exactly what is needed. Spread love, spread joy.
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SEASON OF LIGHT



Annaleigh's Story
It was like being sucked into a
tornado. One day I had a tiny, healthy,
exclusively breastfed baby. The next, I
was trapped in a tiny hospital room
pumping with ill-fitting flanges,
watching as my baby became too
tired to function. Sure, I was
incredibly grateful. Everything could
have been much worse. But that
didn’t mean I didn’t hurt. 

When my four-week-old fell off the
growth chart, my paradise crashed
around me like a shattered mirror. 
I had heard the term failure to thrive
before; I never expected it to be used
for my baby. It was a term that went
with neglect cases. Not my breastfed,
perfectly healthy infant. Sure, I was
struggling with some mild postpartum
depression and working hard to heal
from birth, but that first month of
parenthood was easily the best one of
my life.

Forty-eight hours after her four-week
checkup, Annaleigh was admitted into
the hospital for failure to thrive.

I was positive it was the tongue tie we
found. They’d fix it, watch her weight,
and we’d be home the following
evening. A little annoying, but we’d
get through it.

WE'D GET
THROUGH

IT

When my four-week-old fell off the
growth chart, my paradise crashed
around me like a shattered mirror.

-Natalie Griffin
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- Natalie Griffin -



The morning after the precautionary
echo, they had other news for me. A
whole herd of medical professionals
marched into our t iny room and
gravely told me the situat ion. My t iny
daughter had a large VSD that would
require surgery between four and six
months of age. They wanted to place
an NG tube and run feeds for about
twenty-four hours to get her weight
up. They wanted to fort i fy my
breastmilk to a higher calor ie content
to help speed this process. I  was also
no longer al lowed to nurse her.  I t
took her too much energy.

It  felt  as though they r ipped my heart
out and put i t  through the blender.
My brain fought to understand what
they said, but i t  could only focus on
the breastfeeding. I  refused to give
that up. Besides, i t  was just unti l  she
got her strength up. Right? I  could
pump unti l  then. Even though I  had
no clue how and didn’t even own a
breast pump of my own.

My husband had to continue working
each day since there was no t ime off
remaining after his paternal leave. I
didn’t tel l  him what the doctors said
unti l  much later that day. I  couldn’t
even think to get the words out
between my tears.  I  cr ied more than I
ever have.

Any t ime someone came into the
room, I  sobbed. Any t ime I  held my
baby and she started the tel l tale
pecking movement on my chest,  I ’d
cry. I  found myself  scared to even
hold her that f i rst day. I t  hurt too
much to hear her t iny mewls as she
begged for what I  was no longer
al lowed to provide.

By the end of the second day, she
had so many wires attached to her,  I
was afraid I ’d yank something off .  Her
respirat ion rate had increased
drast ical ly and her stomach sucked
under her r ibs with each inhale.  Even
worse, her head began to bob with
each of her breaths. Her energy
tanked and she began to pass out
after only the sl ightest exert ion.

MY BRAIN
FOUGHT TO

UNDERSTAND
WHAT THEY

SAID
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- Natalie Griffin -



EVERY OUNCE
OF HER CARE
WAS OUT OF
MY CONTROL
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There wasn’t a pediatr ic cardiologist
at that hospital ,  so gett ing any
concrete information was l ike a bad
game of telephone. I  begged the
staff  to give me a t imel ine, tel l  me I ’d
be able to nurse her again, promise
me that I  would get my baby back.
But they couldn’t .

I t  felt  as though they r ipped her from
me. Every ounce of her care was out
of my control .  The only thing I  could
do was pump. And that was painful .
The equipment at the hospital  didn’t
f i t  me at al l  and resulted in my f i rst
round of clogged ducts and raw,
bruised r ings on my skin from the
flanges.

They consulted with the team at the
chi ldren’s hospital  nearby and got to
work. Medications were started and
her symptoms subsided some.
However,  her energy levels didn’t
come back unti l  we were home.

By discharge, we had her weight
cl imbing again. Enough so, I  left  the
hospital  feel ing l ike we were on a
cloud. We’d survived. I t  was t ime to
thrive unti l  surgery. I  left  my grieving
in that l i t t le room and took a deep
breath. I  was ready to f ight.  Only a
few more weeks of fort i f icat ions and I
was sure we’d be able to go back to
breastfeeding unti l  surgery. I ’d have
my happy baby back soon and we’d
have some form of normal again.

That glass half  ful l  mental i ty was
quickly smashed against the wal l .
Three days later,  we were admitted
for fai lure to thr ive yet again. This
t ime we were sent to the hospital  that
had her cardiology team.



I  handled this hospital  admission
signif icantly better.  I  wasn’t in pain
anymore, which helped signif icantly.  They
placed an NG again. This t ime to tube
feed whatever she was unable to f inish
off her bott le.  

Just a temporary thing. No one expected
that to last for more than a few days.

Her energy crashed again, but her
breathing stayed normal.

By the end of that admission, we had
maxed out her calor ie intake and
medications. The nurses trained me on
how to place the NG tube on a dummy in
case she yanked it  out before she was
comfortably drinking her entire bott le
again. 

When we left ,  I  was sure we’d be on the
mend soon. The NG would be gone
within a week. We’d get better.  We’d f ind
some form of normal again.

She pul led the tube for the f i rst t ime the
day before her cardiology appointment.  I
left  i t  out.  With a l i t t le extra patience, we
could get the bott le down her within the
al lotted t ime. Sure, I  knew how to place
it .  That didn’t mean I  wanted to attempt
it .

The cardiologist threw yet another curve
bal l  our direction. Annaleigh wasn’t
gaining enough weight.  She wasn’t
losing, so we didn’t have to be admitted.

But i t  wasn’t nearly enough. So, he
decided to move us to tube feeding only.

The nurses walked me through replacing
her tube. I t  felt  l ike someone had a vice
grip on my heart as I  did i t .  I t  kept gett ing
stuck, making the experience drag on for
what felt  l ike hours.  In real i ty,  i t  was less
than a minute.
 

She yanked it  again at her next
cardiology appointment.  The nurses
helped me place it  yet again. This
t ime, i t  went smoothly.  Quick. Easy.
Ending in lots of snuggles. 
But I  felt  numb.

Now, i t ’s easy. Well ,  as easy as i t  can
be. Mental ly,  I  don’t think i t  can ever
be simple. Quite frankly,  I  don’t think
I ’ l l  ever heal from the gui l ty feel ing
that nags at the back of my brain each
time I  think about how I ’m responsible
for breaking her l i t t le heart when she
pul ls that tube out.  Sure, i t ’s for her
own good. 
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- Natalie Griffin -



But a momma’s heart thinks anything less than happiness and perfection for her
chi ldren is a fai lure. 

 
Two months after her f i rst admission, we st i l l  don’t have a roadmap. Every

appointment is f i l led with the fear of another hospital  stay. We’ve had an ER vis it
when her breathing sped up again. We’ve been told mult iple t imes that they might

have to do the surgery early.
 

I t  feels l ike we’re merely surviving in this chaotic tornado. Taking it  day by day. Hour
by hour.  Begging the doctors for some promise of rel ief ,  constantly reminding

ourselves that this struggle wi l l  end. Fighting to stay af loat,  though we’re
emotional ly numb.

 
Sure, my t iny baby smiles at me now. She l ikes to stand whi le supported and talk to
people in the language only she understands. But she sleeps ninety percent of the
day. Her breathing never ful ly improved after her last hospital  stay. She’s st i l l  only

tube feeding and her calories are maxed out.  Every day, I  stare harder at her to make
sure we’re not inching closer toward heart fai lure.

 
Every cardiology appointment i t  feels l ike we’re just a l i t t le worse than before. Her

weight inches up gram by gram, then fal ls l ike we dropped the scale off a cl i f f .  Every
day, I  wonder when we wil l  go back to the t iny medical ja i l .

 
We’re st i l l  deep in this chaotic journey, but one thing is for sure: we’re in this

together.  Annaleigh. Mommy. Daddy. And a whole herd of people trying to help us
keep our heads above water as we f ight day by day.

 
This entire experience has helped me learn to rely on others when needed. It ’s

taught me who wil l  be there in the long run, who my family can trust when we’re in
dire need. I ’ve learned to let myself  feel al l  the feel ings. Good. Bad. Ugly. I ’ve

learned to hold on to every snuggle, every smile,  every l i t t le noise my baby makes. 
 

Because l i fe is a tornado.
 

Paradise could be gone in a s ingle stormy day.
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A N N A L E I G H ' S  S T O R Y
 
 

- Natalie Griffin -

-Natalie Griffin -



"BECAUSE LIFE IS A
TORNADO.

PARADISE COULD BE
GONE IN A SINGLE

STORMY DAY. "

+  N A T A L I E  G R I F F I N  +  



Conquering CHD
Massachusetts

Conquering CHD - Massachusetts was founded
in September 2020 by a team of volunteers
made up of patients, parents, siblings, and
friends impacted by the most common birth
defect - congenital heart disease. It is a nonprofit
chapter of a national organization, Conquering
CHD, which exists to conquer the disease by
ways of education, research, support, and
advocacy for all lives touched by it. In doing so,
they tackle all topics including care across the
lifespan, health disparities, and calls to action to
better the care of those living with congenital
heart disease.

Launching during the height of a pandemic is no
easy feat - they had over a year of careful
planning on how to navigate their mission to
support community members within the
Commonwealth. At a time when peer to peer
contact was almost non existent, they provided
virtual support events, fundraisers to fill hospital
kits with comfort items, and safely delivered
resources to Boston Children’s, Mass General,
Brigham & Women’s and Tufts Floating Hospital.
In a time when the mountain seemed to be a
fruitless climb, they worked hard to reach out to
as many patients and families as possible,
providing the necessary tools for journeys
through uncharted waters.

At a time where peer to
peer contact was almost
non-existent, they
provided virtual support
events, fundraisers to fill
hospital kits with comfort
items and safely delivered
resources to Boston
Children’s, Mass General,
Brigham & Women’s and
Tufts Floating Hospital.
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- Lacey Sakash -



I t  is so important

no matter where

you are at t ime of

diagnosis to have

information on

hand.. . .
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Since 2020, they have provided 575 kits
with resources ranging from provider,
prenatal ,  hospital ,  teen/adult k its which
can also be translated into Spanish for
famil ies and cl inical providers!  CCHD MA
has also been col laborat ing with their
fel low sister chapters,  local nonprofits
and businesses to further support their
mission by ways of virtual educational
and social  events.  They are proud to say,
they hosted their f i rst  in-person event - a
kit  assembly where famil ies and loved
ones l iv ing with CHD united in a local
park to assemble the same  kits that
helped them, to give to other famil ies.

One of the year 's biggest achievements
was being able to extend the Conquering
CHD - Massachusetts reach throughout
the New England region by onboarding 
 two Lead Coordinators representing
New Hampshire and Maine! While many
New England patients and famil ies
receive their  hospital  k its pr ior to open
heart surgery in Boston where they travel
for care, they receive prenatal  k its at
diagnosis in New Hampshire and Maine. 

Looking forward to the future, CCHD
- MA intends to extend their reach
towards the remaining New England
states in hopes to support famil ies
that are in need of resources and
provide a voice, empowering them to
be a part of the process in choosing
the r ight care for themselves and
their loved ones. 

In regards to events,  Conquering
CHD - Massachusetts is host ing two
events; one virtual and one in person.
The virtual event is a fundraiser for
Giving Tuesday benefit ing the BACH
clinic at Boston Chi ldren’s and a
Holiday Toy Drive benefit ing Mass
General Hospital  for the Chi ldren’s
NICU, PICU and step down units.  To
learn more information about these
events,  or i f  you are interested in
learning more about our chapter,  or
becoming a volunteer,  please vis it  us
at:  

- Lacey Sakash -

 www.conqueringchd.org/massachusetts

I t  is so important - no matter where
you are at the t ime of diagnosis - to
have information on hand so you can
begin educating yourself  as soon as
possible. 

- Lacey Sakash -



Heavenly Father,

As the holiday season approaches, we come

with a grateful heart, thanking you for the years

gone by, and look forward to a memorable new

year. We don’t know what the future holds but

we anticipate wonderful things ahead.  We

thank you for continued peace amid the cardiac

journey that our families walk through daily. We

pray that the children will grow up and go on to

do remarkable things in the world and that they

will continue to inspire and motivate us.

We thank you for so many things including…….

37THE HEART COMMUNITY COLLECTION
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We come with a
grateful heart,

thanking you for the
years gone by, and
look forward to a

memorable new year

Holiday Prayer 
- Daphne Davis-Patrick -

Four of my many blessings - Back row Jude. Front row (L to R) Joelle, Trinity & Jolie (heart warrior)



The heart warriors that were placed in our
lives and the unspeakable joy that they
bring to our families.
Our heart healthy children who see their
siblings struggle with so many
hospitalizations, procedures, and
complications and that they will not be
overwhelmed.
The parents, families, and caregivers who
struggle with varied emotions, anxiety, and
fear from the first diagnosis, multiple
hospitalizations, surgeries, and everyday
demands of caring for a CHD warrior.
Our heart warriors who are no longer here
with us, who left before we were ready to
let them go, for the time that they spent
with us, and who left an indelible imprint
in our hearts and lives and we will never
ever forget them. 
The doctors, nurses, surgeons, and all
members of the health team that go above
and beyond the call of duty to care for our
children. 
CHD research that makes it possible for
advances in life-saving techniques,
procedures, and medication to save our
children lives. 
For giving us a million reasons to smile and
to be strong and courageous for our
families, even when our hearts may be
aching with the enormity of the impact of
CHD in our lives. 

1.

2.

3.

4.

5.

6.

7.

We are indeed grateful and appreciative,
Amen 

We are indeed
grateful and

appreciative, Amen

For Giving us a Million
Reasons to Smile

Daphne Davis-Patrick has a Doctorate in
Nursing Practice, Master of Science in
Nursing Education, and has been a
Registered Nurse for twenty-five years.

 In early 1992, Daphne and her family
experienced the joys of giving birth to their
son Jovel, and in late 1992, experienced
the pain of his infant death due to a
congenital heart defect. Many years later,
the family faced another pediatric cardiac
journey - this culminated with a positive
outcome. Daphne outlined the journey in
her first book in 2019 - “Jolie and Jovel’s
Heartitude Journey.”
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M O T H E R  T H E R E S A



EIGHT YEARS IN PODCASTING

Heart to Heart with Anna Jaworski

 Heart to Heart with Anna
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THCC: On November 12, 2013 “Heart
to Heart with Anna” hit the air waves
in its first episode debut. Tell us about
that day. 

Anna: I flew to the VoiceAmerica
studio in Phoenix, Arizona to meet the
production team. When my son was
born in the early 90’s, CHD awareness
was in its infancy. Each year progress
was made, but the idea of having a
radio presence to give voice to a topic
that was very important to me was
beyond exciting. 

THCC: That is beyond exciting. I
understand you experienced the bulk
of your CHD journey when resources
were not readily available. What was it
like to suddenly have a team of people
ready to help you get the word out on
CHD related topics?

Anna:  It was exhilarating, terrifying,
and exhausting, all at once. Together
with a producer, general manager,
graphic artist, sound team and
promotional team, we worked
tirelessly to record three episodes over
two very full days. My program ran for
an hour and we packed as many
guests into the show as we could. In
hindsight, this may have been a bit
ambitious - and arranging
schedules across time zones
added complexity to the situation, but
the support and excitement amongst
those involved was moving.

THCC: You must have had so much
you wanted to say, so much you
wanted to ask - what did you choose
to talk about?

Anna: We covered so many topics, as I
mentioned, having a voice was new
and it was exhilarating. We talked
about feelings of isolation, and the
fear, anxiety, depression and PTSD
that often accompanies the diagnosis
of a chronic illness. We also 
discussed organ donation and
transplantation. 
 



EIGHT YEARS IN PODCASTING

Heart to Heart - with Anna Jaworski

 Heart to Heart with Anna
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THCC: That must have been so rewarding
to share these very important topics! This
was a big task. How did it all come about? 

Anna: VoiceAmerica played a key role in
helping me understand how to host an
“Internet radio show.” When Josh
Bernstein called me to pitch the idea, I
admit, I was skeptical. Scams were not
unheard of and I wasn’t expecting the
call. After some research with my dear
friend, Mary Black, and finding the
program to be a credible resource, they
had my attention. They promised air time
and book sales. Josh told me to put
together a thirteen episode plan which he
would pitch to his manager. He submitted
the plan and it was approved. There
would be costs involved, but after praying
on the situation we decided to move
forward. 

THCC: What were the deciding factors for
you in making that decision? 

Anna: I wanted to talk about topics of
importance for the CHD community. I had
been passionate from day one about
helping others who were experiencing a
CHD Journey. I knew how hard it was to
walk that path. In fact, in the 1990s, I
wrote the very first proclamation for CHD
awareness. 

It was submitted to governors all over the
United States and became an international
phenomenon. My dear friend Jeanne
Imperati was the mother of an Angelman
Syndrome child and they had an Angelman
Syndrome day. She encouraged me,
asking, “ Why don’t we have a CHD day?”
She sent me the proclamation for
Angelman Syndrome and I used it as a
model to write the very first proclamation.
Mona Barmash was in charge of the
Children’s Health Information Network
(TCHIN.) She shared it with her team and it
started gaining traction.

I had also written a book to help those
affected by CHD and was in hopes to
combine these two resources to reach a
greater audience. 

THCC: So you recorded thirteen shows?
First, that’s amazing. Were you able to
reach more people?

in the 1990's I

wrote the very f i rst

proclamation for

CHD awareness.



EIGHT YEARS IN PODCASTING

Heart to Heart - with Anna Jaworski

 Heart to Heart with Anna
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Anna: I was actually granted an additional
two episodes for recruiting a new radio
host and was able to record 15 shows
during season one. The show had over
5000 hits and the general manager
wanted to extend the show for another
season. We struggled to find a sponsor
and the overhead cost for a second
season did not seem feasible. Regardless,
the experience ignited a passion in me to
keep going. I began working with Heart
Mom Callie Rickard, graphic artist, and so
much more. I moved my show to
BlogTalkRadio, and connected with
webmaster, Brenda Vignaroli. 

THCC: Let me get this straight.
VoiceAmerica reaches out to you and
asks you to pitch a show. You pitch it, and
have a very successful first season. Cost
encourages a move to another platform,
so you decide to take the bull by the
horns and go for it. What was that like
having to take on the production aspect
of things?

Anna: I had no general manager, no
producer, no social media team, and no
sound engineers. I needed to learn
everything myself and I needed to learn
fast. I also worked to re-engineer season
one from VoiceAmerica. I learned about
Podcast Movement which was an annual
conference for podcasters. It change my

life. I had already learned how to use
Audacity for sound engineering, and since
I studied speech pathology and audiology
in college, I understood more about sound
waves and what sounds looked like. My
educational background helped me with
everything, from creating lesson plans for
the show and working with sound files to
doing research and writing show notes for
program creation. Then, of course there
was branding, website development, and
promotion. 

THCC: Wow you really hit the ground
running!

Anna: I did, and it took off from there! I
now have recorded over 300 episodes and
have interviewed heart
moms/dads/warriors/siblings, nurses,
doctors, cardiologists, celebrities, authors,
the list goes on and on! These guests and
their stories are incredible and I love being
able to share them with my audience... 

Their stories are

incredible.

Join us in our next issue as we hear

more from Anna Jaworski  from Heart to

Heart with Anna. Do you have questions

for Anna? Submit them on our website

for our next interview!
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“We cannot live only for ourselves. A thousand fibers

connect us with our fellow men; and among those fibers,

as sympathetic threads, our actions run as causes, and

they come back to us as effects.”

 — HERMAN MELVILLE  -



Gift Shop

If you're shopping for the perfect
gift for your heart warrior family,
we recommend these precious
selections.  

Heart Like a Mother has created
these beautiful Mommy and Me
affirmation cards. A great
addition for any hospital stay
basket, or any day that needs a
pick-me-up.

Visit our website today
to view these and more!



We have been so inspired by
these gift designs made by
those affected by CHD for those
affected by CHD.

 These collections are beautiful.
We hope you enjoy the assortment
of personalizations that come with

many of these products. 

Gift Shop

Visit our website today
to order your
personalized gift!



 

The Heart Community Collection

just for you
T H E  P E R F E C T  G I F T



Heartfelt
 

The Heart Community Collection



Messages of Hope
 

The Heart Community Collection



Resources
 

The Heart Community Collection



Grief Support
F R O M  R .  G L E N N  K E L L Y

The Heart Community Collection



Encouragement
 

The Heart Community Collection



HOLIDAY CRAFT IDEAS
W I T H  O M A

 
When my children were little, we had
several holiday traditions. Each year, we
hosted a cookie-baking party. I made
batches of cookie dough, and my children,
their cousins, friends, and neighbors would
cut out whatever shape they wanted and
decorate them however they wished. This
often meant having dinosaurs, pumpkins,
and Sesame Street characters instead of
traditional stars, Christmas wreaths, and
trees.

We often set up an easel in the kitchen for
painting. I still have the easel and when I
look at it, I wonder if more paint made it
onto the easel than the paper! You, too,
can paint a picture for your mom or dad.
They will treasure it, especially if you sign
it with your name, date, and age.

Another family tradition we had was
making crafts. One year I bought a small
plastic ornament kit. The ornaments could
be painted to look like stained glass. 

You can make gifts from most anything - 

  wood, paper, pompoms, glitter, stars, or sequins. Here is a link to a wonderful

Pinterest Collection which features some really great holiday crafts for kids:

https://www.pinterest.com/nysocfs/holiday-craft-activities/

When you make something with your own hands and heart, it always means

more than a store-bought gift. A hand-made gift is one-of-a-kind and it means

that while you were making it, you were thinking of the person who it would

be gifted to.
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https://www.pinterest.com/nysocfs/holiday-craft-activities/


“IT’S NOT HOW
MUCH WE GIVE

BUT HOW
MUCH LOVE

WE PUT INTO
GIVING.” 

 

M O T H E R  T H E R E S A

 

What can you use to make a homemade craft? Here is a list of some

everyday items you can use to get creative with: buttons, yarn, glue, dry

macaroni or rice, paint, material, newspapers or magazines, bits of wood,

sequins, toothpicks, clothespins, cardboard left over when you finish a

roll of toilet paper or paper towels, paper plates, things you find in

nature like leaves, sticks, rocks, or feathers. Sometimes, a handwritten

letter with a little drawing is the perfect gift. What about a bookmark?

Or if you’re really talented with technology, make a little video, record

yourself singing a song or saying something special to someone you

love. 

 

Go ahead! Give it a go and then take a photo of your finished product

and send it to us here at The Heart Community Collection - CHD

Magazine. Yours may be chosen to be featured in our next issue.

 

Anna Jaworski - Oma

HOLIDAY CRAFT IDEAS
W I T H  O M A



Just for Kids

P lay  Now

C H D  I N T E R A C T I V E  F U N  P A G E

&  E n j o y  O u r  P r i n t a b l e s
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S l i d i n g  P u z z l e

S l i d i n g  P u z z l e

 

S l i d i n g  P u z z l e

 

H o l i d a y  W o r d  S e a r c h  

 H o l i d a y  W o r d  S c r a m b l e  

 

https://www.proprofsgames.com/ugc/puzzle/sliding/the-heart-community-collection-christmas-dog-puzzle-1/
https://www.proprofsgames.com/ugc/puzzle/sliding/the-heart-community-collection-kitten-puzzel-1/
https://www.proprofsgames.com/ugc/puzzle/sliding/the-heart-community-collection-puppy-puzzle-1/
https://www.proprofsgames.com/ugc/word-search/the-heart-community-collection-holiday-crossword/
https://www.proprofsgames.com/ugc/puzzle/sliding/the-heart-community-collection-christmas-dog-puzzle-1/
https://www.proprofsgames.com/ugc/puzzle/sliding/the-heart-community-collection-christmas-dog-puzzle-1/
https://www.proprofsgames.com/ugc/puzzle/sliding/the-heart-community-collection-kitten-puzzel-1/
https://www.proprofsgames.com/ugc/puzzle/sliding/the-heart-community-collection-puppy-puzzle-1/
https://www.proprofsgames.com/ugc/word-search/the-heart-community-collection-holiday-crossword/
https://www.proprofsgames.com/ugc/word-games/word-scramble/the-heart-community-collection-word-scramble/


Connect the dots from 1 to 44, this way you practice counting 
and discover a cute animal.

Dot-to-DotDot-to-Dot
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Help Rudolph & Friends

Find Santa
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Happy HolidaysHappy Holidays
Which element does not belong? Circle this object. 

Enjoy your Holidays!
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Hap
py holidays!

TO:

FROM:



At The Heart Community Collection - CHD Magazine, we believe our

voices are stronger together. We welcome new articles and ideas from

writers, bloggers, and enthusiasts. 

Articles should be about 500 to 1,000 words in length and free of

grammatical and spelling errors. Accepted pieces will be published in our

magazine and may be syndicated on our social media pages.

Authors retain rights to their pieces, which may be published elsewhere.

If you are interested in writing for the magazine please submit your article

for consideration via our website. We would love to hear from you.

Thank you for your interest in writing for us.

C O N T A C T

T H E H E A R T C O M M U N I T Y C O L L E C T I O N . C O M

E M A I L :  T H E H E A R T F A M I L Y C O L L E C T I O N @ G M A I L . C O M

 



T H E H E A R T C O M M U N I T Y C O L L E C T I O N . C O M

T H E H E A R T F A M I L Y C O L L E C T I O N @ G M A I L . C O M

 

   2 0 2 1  A L L  R I G H T S  R E S E R V E D



for keeping your heart at the center of all you do

Thank you!
T O  O U R  I N C R E D I B L E

P A R T N E R S

The Heart Community Collection
 


