
MATTIE 
STEPANEK

…a poet,  a peacemaker, and 

a philosopher who played.
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Meet Mattie …

I am Mattie J. T. Stepanek.

My body has light skin,

Red blood, blue eyes, and blond hair.

Since I have mitochondrial myopathy,

I even have a trach, a ventilator, and oxygen.

Very poetic, I am, and very smart, too.

I am always brainstorming ideas and stories.

I am a survivor, but some day, I will see

My two brothers and one sister in Heaven.

When I grow up, I plan to become

A daddy, a writer, a public speaker,

And most of  all, a peacemaker.

Whoever l am, and whatever happens,

I will always love my body and mind,

Even if  it has different abilities

Than other peoples’ bodies and minds.

I will always be happy, because

I will always be me.



When Mattie died…

➢… major roads were closed to traffic, television newscast helicopters flew

above following the fire truck carrying him, former President Carter attended

the funeral together with Oprah Winfrey and other television celebrities, Jerry

Lewis (ill at home) sent a poem written for him …

➢… hundreds of people were lined up along the road which led to 

the church: Harley Davidson riders, firefighters, Muslim women in 

head scarves, nuns in traditional habits, men in African dashikis, 

homeless people, men in business suits, a U.S. senator, clergy… 

… the world was brought together in peace.



SECTION SUMMARY 



1. MATTIE’S LIFE

A struggle to survive



“I did not choose to have a disability 
but I can choose to have an attitude of hope”

➢ 1990 (July 17th): Mattie was born. He was the youngest of four children, each of

whom inherited a rare and fatal neuromuscular disease called Dysautonomic

Mitochondrial Myopathy, a rare condition which causes muscle weakness and

interrupts autonomic (automatic) body systems and functions, such as breathing,

heart rate, blood pressure, digestion, as well as the processing of oxygen.

✓His mother, Jeni, did not know she carried the gene until she was diagnosed 

as an adult, after all four of her children were born. Mattie’s siblings –

Katie, Stevie, and Jamie – all died before age four. Mattie needed a

wheelchair, ventilator, oxygen, monitors, and medications, and spent 

a significant amount of time living in Pediatric Intensive Care Units. 



“Sad things happen. They do. 
But we don’t need to live sad forever”

✓He was an especially empathic child. By the time he was 14 months old, at 

a church picnic, with a trach in his throat, when other children were crying, he 

would walk around and kiss them each on the head. 

➢1993: Mattie began writing poetry to cope with the death of his brother Jamie, the 

only one he got to know. He was then 3 years old and didn’t even know it was poetry! 

He was just talking and playing. But then he learned what he was, as he would explain

to Larry King during the Live show on April 17th, 2002: 

“…my mom told me. And I asked her to write it down 

for me. And I said, wow, this is a way I can express my

feelings, in a way that I can cope with this hard life and

others can understand it.”



“Sometimes I say «Why me?» 
and then I think «Why not me?»”

✓Despite disability, he enjoyed playing and practising sports: he earned a First Degree 

Black Belt in Hapkido, a Korean Martial Art that emphasizes self-control and respect.

➢1998: after attending his local public school through age 8, where he was often the

object of bullying, Mattie began home-schooling due to a combination of disease

progression and his ability to handle advanced academics… but of course there were

moments in which he was really down.

“Sometimes I say, why me? Why have I had such a hard life? Why have my siblings died? 

Why does it not go away? And then I think again, why not me? Better me than a kid who 

already has stress in his life or better me than a baby who wouldn’t understand it and who

has a better chance of  hurting more. So I think why me, and then I think why not me?”



“My life mission is 
to spread peace to the world.”

➢ 2000: Mattie loved learning and by 10 he was using a high school curriculum and 

auditing college courses. He often consumed hundreds of books in a year and wrote 

anytime he was not sleeping or reading, holding his pencils with bleeding fingertips. 

As he got older, his poetry touched themes like nature, friendships, challenges, hopes. 

But the big theme, the one which was so important to him, was peace:

“We’re fighting over our differences, and our differences 

are our true beauty. We’re a mosaic of  gifts and I can’t 

understand why we can’t get along like me and my mommy 

do. Peace is possible . . . it can begin simply, over a game

of  chess and a cup of  tea.” 



“Even though the future seems far away, 
it is actually beginning right now.”

➢ 2001: Mattie was admitted to the hospital that summer and was so sick that he was 

asked what his three wishes were. He wanted to publish his poetry, meet Jimmy 

Carter and appear on Oprah Winfrey’s show. 

✓Jimmy Carter had always been his hero because he was  

a “humble peacemaker”, a “wonderful, charitable man”.

✓At six Mattie had read a book about Oprah Winfrey, a 

woman who had risen into the world out of the ashes of 

poverty and done a lot to help other women and children like her. Mattie believed 

that he and Oprah had been put on earth to share a few years because they were 

part of  each other’s reason fo being.



“A heartsong is a person’s unique reason to be,   
a message to be shared with others.”

➢ The medical staff got going and on October 19th of that same year, 2001, Mattie 

was a guest at Oprah’s show where he first described “heartsong”, a made-up word 

which endeared him to the world. He said:

“It’s a message in my heart. A heartsong doesn’t have to be 

a song. It can be your message, your feeling – some people 

might even call it a conscience. Even though that’s not really

what it is. It’s what you feel you need to do. I don’t know 

the real word, but this is the word I’m using.” 

Oprah helped Mattie find a publisher who would mass-produce his books, six volumes 

of bestselling Heartsongs poetry books, and a collection of peace essays.



“Life is a miracle,
And a journey through life

Is full of so many more miracles”

➢2001-2003: he started going on speaking-tours across America on board the 

Econoline bought for him by Oprah, was frequently on TV (& even met J. Carter!)

“To watch Mattie on TV was to comprehend the urgency of  him, his tiny body 

wiggling in his giant wheelchair amid the tubes that kept him alive. There was 

something about him, something about the way he looked, the way he sounded 

– his small voice interrupted nearly every second by the oxygen from his trach –

that connected with audiences. He seemed upbeat while talking about what he

knew to be a terminal illness, a kid who had been dealt the worst hand in life…” 

(Justine Heckert, Jeni Stepanek’s Last Heartsong, published on July 30, 2017)



“When I die,
I want to be,

Just like I want to be
Here on earth.”

➢ 2004: Mattie went to hospital in March and had three separate cardiac arrests.

✓He was revived each time, and his eyes opened up, but in them was a heartbreaking 

sheen of recognition. Eventually, his muscles contracted so tightly that he lost the 

ability to speak. Even his bones began to break. He never went home.

He died on June 22nd at Children’s National Medical Center in Washington, D.C., 

a month before his 14th birthday. It was breaking news, across the world. We all lost 

an ambassador of humanity, a messenger for our times, a peacemaker, a hero...



2. MATTIE’S WORKS

A message in your heart



A poet who took his duties very seriously.

• When Mattie expressed the wish for his poetry to be published it was not so

that he could make money but so that others could find in his words the

strength and resolve that he’d found in himself and the world around him…

and it worked for so many people!

• He wrote about God and trees and teddy bears and flowers, uncomplicated,

even dreamy poems, accompanied by his own illustrations, but they are

poems of prayer and hope and believing because that’s what the poet’s job

is about…



Duties as designed

The job of  the poet

Is to give birth to the words

That give breath to expressions

Of  the essence of  life.

The job of  the poet

Is to leave stains of  the storms

Yet echo laughter of  the light

That is seen from the soul.

The job of  the poet

Is to weave ashes of  yesterthoughts

Into silhouettes that rise gently

On the horizon of  dawning hope.

The job of  the poet

Is to create and to capture

And to spirit and to script

The pulse of  life.



“We must learn peace,
and teach peace, …”

➢Mattie was a prolific writer: he penned 7 New York Times bestselling books. 

1. HEARTSONGS (2002) was put together for a book contest when he 

was in kindergarten with poetry he wrote when he was 3 to 5 years 

of age and finger paintings. They help children explore Senses, 

Seasons, Celebrations, and Sounds of Childhood in memorable ways.

2. JOURNEY THROUGH HEARTSONGS (2002) contains poetry written

when he was 3 to 10 years of age: they take us through Beginning the 

Journey, Considering the Journey, Coping with the Journey, Celebrating

the Journey, and Growing Beyond the Journey of a life of love.



“… so that we can be peace,
and live in peace.”

3. HOPE THROUGH HEARTSONGS (2002) offers poetry Mattie wrote when he was 

3 to 11 years of age, including the series of poems he wrote on September 11, 

2001. They speak of Hope for Within, Hope for Each Other, and Hope for Our 

World.

4. CELEBRATE THROUGH HEARTSONGS (2002) contains poems and finger paintings

which Celebrate Nature, Celebrate Thoughts and Dreams, Celebrate Special Days,

Celebrate Life, and Celebrate Everyday Heroes.

5. LOVING THROUGH HEARTSONGS (2003) collects poetry written by Mattie when 

he was ages 3 to12, and speaks of Finding Love from Lessons, Witnessing Love in 

Creation, Sharing Love Through People, Keeping Love Amid Challenges, and Learning 

Love for the Future.



Reflections of A Peacemaker: 
A Portrait Through Heartsongs (2005)

➢ Mattie’s FINAL COLLECTION of POETRY was published posthumously: 

it offers eight chapters of verse and one chapter with an excerpt from 

a novel Mattie was working on. 

➢ In these poems grouped by theme such as playful, stormy, sacred, and 

final Heartsongs, he explores disability, despair, and death but also the gifts he 

finds in nature, prayer, peace, and his belief in something "bigger and better than 

the here and now."

➢ Each section is introduced by a personal tribute from the likes of Oprah Winfrey, 

Maya Angelou, Larry King, Christopher Cross, Jimmy Carter, Jerry Lewis, Chris 

Cuomo, and Jann Carl. 



Just Peace: 
A Message of Hope (2006)

➢ Mattie’s FINAL BOOK is a collection of peace essays and poetry, 

letters and photographs, and selections from several years of e-mail 

correspondence between him and former President Jimmy Carter.

➢ Through the three sections The Mosaic Vision, The Mosaic Shattered, and Rebuilding 

the Mosaic Mattie shares his vision of the world and humanity as a unique 

mosaic of gifts shattered by war and injustice which can only be made whole 

again by planning and actively pursuing peace.

➢ Mattie fervently believed in the need of a message of hope and he promoted 

world peace not just as a concept but as a reality. 



3. MATTIE’S IMPACT

A question of choice



“Remember to play after every storm.” 

➢ “We all have life storms”, Mattie said, his own storm being a particularly  

devastating one, his rare disease, but he was convinced that 

“when we get the rough times and we recover from them, we should 

celebrate that we got through it. No matter how bad it may seem, 

there's always something beautiful that you can find.” 

➢ He believed that

“while we are living in the present, we must celebrate life every day, 

knowing that we are becoming history with every work, 

every action, every deed.”



Heartsong

I have a song deep in my heart, 

And only I can hear it. 

If  I close my eyes and sit very still ...

It is so easy to listen to my song. 

When my eyes are open and

I am so busy and moving and busy, 

If  I take time and listen very hard, 

I can still hear my Heartsong.

It makes me feel happy. 

Happier than ever. 

Happier than everywhere 

And everything and everyone 

In the whole wide world. 

Happy like thinking about 

Going to Heaven when I die. 

My Heartsong sounds like this:

I love you! I love you! 

How happy you can be! 

How happy you can make 

this whole world be.



“Do not breathe simply to exist.” 

➢It was never a question of resigned acceptance, though: far from it!

“If  you live feeling like your glass is half  empty, 

well, it may as well be empty all the way.”

➢He was convinced that we have the opportunity to create our own legacy 

– what he called “echo or silhouette of our life” – through the choices we 

make in each moment and despite his awareness of his own impending 

death, this was his attitude:

“I choose to live until death, 

not spend the time dying until death occurs.”



About Living (Part III)

I wanted to live,
To be

One hundred and one
Years old.

But that is no
Longer my goal.

When I die,
I die.

I cannot predict.
I cannot control.

I cannot change

What is to be,

Which is what it is

And will be

What it will be.

I wanted to live,

To be,

And not die.

But,

While I’m alive,

I live

To the fullest.

I treasure each sunrise.

I remember each sunset.

I dance every dance and

I sing every song and

I celebrate every moment.

I wanted to live,

To be.

And,

I am spending my time

On earth before death

Living,

Rather than dying,

And not wasting a moment

Of the precious gifts

Of  time and

Of  life and

Of  being, for now.



“It doesn't matter how you pray. 
Just pray.” 

➢He was convinced that

“someone is watching out for me, God, my guardian angel, 

I'm not sure who that is, but they really work hard.”

➢He was brought up as a Catholic but Mattie thought that

“It doesn’t matter how you pray. Just pray. 

All religions are beautiful and they all have one common belief. 

There's something bigger and greater than us that can give us 

and take from us life. It is better than the here and now.”



Prayer for a Journey

Thank you, God, 

Not just for life, 

But for our journey through life. 

Life is a miracle,

And a journey through life 

Is so full of  so many more miracles, 

If  we travel with our Heartsongs. 

Thank you, God,

For blessing me with the 

Gift of  Heartsongs, 

So that I can enjoy miracles.



“God places messages in my heart 
to shape and share with purpose.” 

➢Even when his muscles felt “like sour milk” and his heart “like burning

ice-cream” he knew that he was in this world for a reason and with a 

very precise mission:

“My life mission is to spread peace to the world.” 

➢He saw this as an opportunity, a gift:

“I feel that God has given me a very special opportunity

that I should not let go to waste. I use the gift he has given me.”



A New Hope

I need a hope… a new hope. 

A hope that reaches for the stars, and 

That does not end in violence or war. 

A hope that makes peace on our earth, and 

That does not create evil in the world. 

A hope that finds cures for all diseases,  and 

That does not make people hurt,

In their bodies, in their hearts, 

Or most of  all, in their spirits. 

I need a hope… a new hope. 

A hope that inspires me to live, and 

To make all these things happen,

So that the whole world can have 

A new hope too.



“Peace is possible because 
peace is a choice.” 

➢The events of 9/11 made Mattie’s appeals for peace even more urgent

because he was convinced that

“Peace begins with being able to say I’m okay. And that can only 

happen if your basic needs are met. Then once you’re okay, peace is 

when you can look at your neighbors and say: Are you okay?.” 

➢It was not merely to be hoped for or prayed for but to be practised:

“If we simply, but profoundly, choose to make peace 

an attitude and a habit and a reality, peace is possible.”



For our World

We need to stop, just stop.

Stop for a moment…

Before anybody says or does anything

That may hurt anyone else.

We need to be silent, just silent.

Silent for a moment…

Before we forever lose the blessings of  songs

That grow in our hearts.

We need to notice, just notice.

Notice for a moment…

Before the future slips away into ashes and 

dust of  humility.

Stop, be silent, and notice…

In so many ways we are the same.

Our differences are unique treasures.

We have, we are, a mosaic of  gifts

To nurture, to offer, to accept.

We need to be, just be.

Be for a moment…

Kind and gentle, innocent and trusting,

Like children and lambs,

Never judging or vengeful

Like the judging and the vengeful.

And now, let us pray,

Differently, yet together,

Before there is no earth, no life

No chance for peace.



4. MATTIE’S LEGACY

A mission of hope



Mattie might never have been born…

➢“When I found out I was pregnant with him, I cried and cried and cried,” 

she says. “Not because I didn’t want him but because I was aware of 

the suffering the child would go through. Most doctors suggested that I 

terminate the pregnancy, and many of  my friends and most of  my family thought I was 

an absolute monster to even get pregnant again...”

… if Jeni had not believed that it was meant to be.

➢“ [I could only explain that] I would help this child develop some sense of purpose, no

matter how short or how much suffering his life would have.” And she did, even after

his death, as he had commissioned her to do…



“Do not lie down in the ashes of my life.”

➢In 2004, the non-profit Mattie J.T. Stepanek Foundation was

established by Jeni (who got the nickname Mama Peace) and a

group of citizens in Rockville, Maryland where he lived. They

create materials and activities to educate youth and adults

around the world in understanding that

“Peace is possible 

if  we choose to make it something that really matters”

➢ They collaborate with individuals and communities to engage, inspire and equip

families and leaders, schools and businesses so that all people in all places have

the tools they need to move peace from a possibility to a reality.



“Take my message forthward”
Three choices for peace.

➢In 2008, the We Are Family Foundation hosted the first annual international 

Three Dot Dash 'Just Peace Summit' based on the message 

Mattie offered in his book “Just Peace: A Message of Hope”. 

➢Struck by his astute observations about human nature and his universal message

of hope and peace, they realized that his vision of a global family perfectly

aligned with their mission and chose him as the first We Are Family

Peacemaker Award honoree because of his significant contributions toward

promoting a peaceful society.



1. Make peace an attitude… want it!
Be a peace seeker.

➢On October 21, 2008, the Mattie J.T. Stepanek Park was dedicated in

Rockville, Maryland. Central to the park is the “PEACE GARDEN”, which was

designed based on the peace imagery Mattie used in his last book and includes

“mosaic gifts”, “concentric circles of support”, and “flowing rivers of kindness”.

➢In the Peace Garden there is a life-size bronze statue of Mattie

and his service dog, Micah, surrounded by chess tables.

Throughout the park, on benches and plaques, are quotes from

his speeches and books as well as soundbites of his messages of

harmony and peace.



2. Make peace a habit… live it!
Be a peace maker.

➢On September 21, 2012, the Mattie J.T. Stepanek Guild was officially initiated

to gather information and investigate Mattie’s life for the possible Cause of

Canonization in the Catholic Church: he believed that

“God works in so many ways. Some are mysterious, some are plain 

and some you question why, but I have never given up on God.”

➢In 2017, the city of Rockville, Maryland voted to declare Mattie’s

birthday (July 17) as Peace Day at a local level in perpetua, as

a statement of support for the National Peace Day Campaign.



3. Make peace a reality… share it!
Be a peace bringer.

➢In 2021 teen partners with the Mattie J.T. Stepanek Foundation began to support

a #Partners4Peace fundraiser to benefit the “Ray of Hope Relief Fund”,

developed by Preet Jani, a teenager from Albany, Georgia, to help with the

current COVID-19 crisis in India. Preet commented that

“Mattie Stepanek taught us that peace begins with having your basic 

needs met such as food, shelter, healthcare, safety, and hope. 

If  you are okay with who and how you are, 

then it is your responsibility 

to help someone else have their basic needs met.” 
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