
Date:  07/23/14  
Event:  United Spinal webinar  
 
THE FOLLOWING IS AN UNEDITED ROUGH DRAFT TRANSLATION FROM 
THE CART PROVIDER'S OUTPUT FILE.  THIS TRANSCRIPT IS NOT 
VERBATIM AND MAY CONTAIN ERRORS.  
  
>> For you joining us today for the NRCA webinar, The 
Survivor, The Hero, The Angel presented by MaryAnn 
Raccosta. 
My name is Bill Ferdig and I will be your moderator for 
today's presentation.  Today's webinar is one of a 
continuing series the National Spinal Cord Association 
will be hosting, and all of our webinars are archived on 
our website at www.spinalcord.org.  We will have time at 
the end of today's presentation for questions.  I noticed 
there are already some questions.  Please use the 
questions window to write in any questions you may have and 
we will do our best to get to them today.  If we do run out 
of time, you may contact Ms. Raccosta directly with any 
remaining questions you may have by using the contact 
information on the last slide.   
 
Today's presenter is MaryAnn Raccosta.  She boasts a 
Bachelor of Arts degree.  After working in the advertising 
and production field for 20 years, MaryAnn has forfeited 
her career to care for her two ill sons.  It was during that 
time that journal entries became manuscript and a passion 
for writing emerged.  Once her boys became more stable and 
their illnesses less frequent, MaryAnn began employment in 
healthcare as a part-time nursing assistant for Baota Home 
Care at Capital Health Regional Medical Trauma Center.  By 
day she was a caregiver and by night a zealous author, 
composing The Survivor, The Hero, and The Angel.  MaryAnn 
is a strong advocate for special needs children and is 
involved with Children's Hospital of Philadelphia, The 
Gift of Life House, savebabies.org, and farsupport.org and 
is working on two related novels. 
 
If you need closed captioning, please note the instructions 
for closed captioning at the bottom right in your 
information window.  And now I'd like to hand it off to Ms. 
Raccosta for her presentation. 
>> Good afternoon, everyone.  Thank you.  Bill.  Thank 
you, Ed, for getting the webinar set up.  This is my first 



one, so it's pretty interesting and I'm pretty excited.  
Welcome and good afternoon all of the listeners.  Once 
again, my name is MaryAnn Raccosta and I will be sharing 
with you my story, the survivor, the hero, and the angel. 
 
I am a mother of two handicapped children, James and Sam, 
both on the different ends of the spectrum of special needs.  
I'd like to thank Bill and Ed and the National Spinal Cord 
Injury Association for allowing me to share my story.  
Thank you for existing and thank you for hosting the kid 
sports spectacular every August.  That's where we 
originally met spinal cord association and got involved to 
begin with. 
 
My story, before I begin, is a rare and unique story, as 
everyone who has a special needs child, they know that your 
story is quite different than other people with children, 
and even amongst the special needs community, all of our 
situations are a little bit different.  The purpose of this 
seminar and the book was to let them know, let everybody 
know, including myself, that we are not alone, that if you 
keep searching and keep navigating, you will find help and 
support and people who understand what you're going 
through. 
 
This is me up here in the corner.  That's MaryAnn and this 
is my book, The Survivor, The Hero, and The Angel.  Before 
I was an author, I was a production manager for 20 years 
on various different positions in New York and Philadelphia 
and New Jersey.  And I did what everybody did.  I had a 
career.  I got married and I had a healthy baby daughter.  
When it was time to have my second child, James, that's when 
all of the real story began, in 1999.  And I begin my story, 
too, with a quote not by me, but one that says -- I don't 
really know the exact quote, but it's something like life 
is not about worrying or weathering the storm.  It's about 
learning to dance in the rain.  And for me, that's what I 
try to say to myself everyday, that I need to take each day, 
even in the chaos, and learn to search for the happiness 
and learn to enjoy each day and learn to help all of my 
children, even my healthy one, to succeed in life and to 
be the best people that they can become. 
 
So our story begins in 1999 with James.  James was born with 
liver disease.  And yeah, that's what it says.  Thank God 



James had liver disease.  I know you're probably saying, 
what?  How can she possibly be happy for that?  Well, 
without the liver disease, James would never have received 
medical attention.  He would have never got a nasal tube 
for feeding and we would have never eventually found out 
about this rare metabolic disorder.  James was the sixth 
case in the world of TFP, and at day four, he was at 
Children's Hospital trying to figure out what was wrong 
with him.  There was test after test, multiple, multiple 
tests, and all of you who have infants or young children 
or even teens who have rare disorders or some type of 
special need, you understand what I mean about the multiple 
tests.  You also understand what I'm saying when 
everything -- well, not everything, but sometimes it comes 
back.  It's nonconclusive.  We don't know.  That's 
exactly what was happening to my sweet baby James. 
 
And there he is in the middle there, waiting for his liver 
transplant, because after the whole first year, after 
finding out about the liver disease on day four, after 
having a liver exploratory and a little operation at two 
weeks old, they thought that this was going to help his 
liver.  After getting the NG tube feedings and making sure 
that he had nutrition, in August of his first year of life, 
they suspected that he had a rare metabolic disorder.  The 
name of it is not even important.  What I say rare, 
understand that we all have some kind of syndrome or illness 
or metabolic disorder or some disease that is rare and it 
makes us feel that we are completely alone.  I'm trying to 
share my story to let us know no matter how crazy it is, 
we're not alone and we can search for some answers and we 
can search for some support. 
 
So James, in August of 1999, received a little skin biopsy 
on his little arm and they sent it away, hoping to discover 
what was going on with my son, because every time he would 
get sick, he would lose all muscle control.  He couldn't 
sit up by himself.  He couldn't hold his bottle.  He 
couldn't suck his bottle.  He couldn't raise his hands over 
his head anymore, and we really didn't know what was going 
on.  So in October of 1999, James stopped breathing at 
home.  I was shocked.  We ripped out the nasal tube and I 
tried to give him mouth to mouth resuscitation, and 
luckily, within the first couple of seconds, maybe 30 
seconds, he started breathing again.  His lips were no 



longer purple and I knew that I was doing something right. 
 
And so then there we went to Children's Hospital 
Philadelphia.  That is where he received most of his care.  
Some a little bit loyal, but most at Children's Hospital.  
And we stayed in the PICU waiting for his liver transplant 
and we prayed and we prayed and we prayed and we were hoping 
that the transplant would come quickly.  For those of you 
who are recipients of -- donor recipients or donor -- what 
is the word?  Givers, you understand the wait and the 
craziness that goes along with that, but we waited, and we 
needed to have James be in good shape to receive his 
transplant.  Christmas came and went and we still 
celebrated there at Children's Hospital.  Still no organ. 
 
Finally, on December 1999, James received his first 
transplant.  And the very next day, we thought that 
everybody was going to be happy and the doctors came in and 
said, Mrs. Raccosta, the graft is not functioning.  I 
said, what does that mean?  I was the not physically savvy 
at the time.  What does that mean, the graph is not 
functioning?  It meant that the liver wasn't working.  So 
James got put back on the list as status one in the country 
and the very next day, James received his second 
transplant.  So by the grace of God, James was given a 
second chance to live. 
 
Needless to say, throughout his first year of life, we 
learned so much.  Doctors and staff from the hospital 
learned so much.  James was the only case of tri-functional 
protein deficiency at Children's Hospital.  He was the 
sixth case in the world.  He was one of only a couple that 
were arrived.  And he was the very only one with 
tri-functional protein deficiency and a liver transplant 
now. 
 
James, on his first birthday, was in a sedated coma, 
basically, because he also contracted EBV virus.  And I 
remember that conversation with the doctors, saying we need 
to give up the liver.  The medicine is going to be really 
strong.  It's going to kill this EBV virus, but we need to 
forfeit the liver.  And as you know, a mother faced with 
that statement, I couldn't possibly think that we would 
need to go through that whole process all over again. 
 



James did survive.  He did heal from the EBV virus.  It did 
go away.  And James, to this day, still has that second 
liver that he received on December 31st.  As you can see, 
I have three children.  I had a daughter who was home.  She 
was four at the time and for James whole, I guess, second 
half of his first year, I had been pregnant with my third 
son, Sam.  So in February of 2000, Samuel is born, and Sam, 
too, on the first week of his life, was diagnosed with the 
very same autosomal recessive metabolic disorder.  It was 
a recessive Gene in me and a recessive gene in my husband 
that just happened to get together.  Right?  How lucky we 
were. 
 
But Sam had a little bit better beginning in life.  We knew 
a little bit about the tri-functional protein deficiency.  
We knew that we needed to be on top of all of their signs 
and symptoms of getting ill.  Tri-functional protein 
deficiency is one of the fatty oxidation disorders.  So 
unlike some disorders that are just nutritional based that 
can be helped just through changing a diet, James and Sam's 
disorder is on a cellular level, like many of the other 
syndromes that are out there.  It is a mutated gene, and 
so some of it is through hereditary or some of it can happen 
like happened to us out of nowhere from a recession I have 
Gene my husband and a recessive gene in me that happens to 
get together. 
 
Sam, too had difficulty.  He had extreme muscle weakness.  
He couldn't walk until almost 17 months old and then after 
that did not walk too long, because his body just could not 
support his muscles.  Here you can see pictures.  We did 
not stop our life.  We knew, even through all of the chaos, 
that we needed to focus on our children.  I also needed to 
focus on my daughter, who was home and who was wondering 
why mommy was always in the hospital with her brother.  
Bills piled up.  Laundry piled up.  Appointments.  My 
life was with doctor's appointments, doctor's 
appointments, watching my children, and making sure that 
at any moment's notice, I could stop everything and be there 
for my son and my daughter and my husband, who is the silent 
hero, by the way.  He's the one in the background that kept 
the household sane, who kept the money coming in so that 
we could pay for some bills, and who was the support for 
my daughter while I was in the hospital with both of her 
brothers. 



 
Many times both boys were in the hospital at the same time.  
James may have been in the ICU and Sam may have been on the 
metabolic floor, and I would run from floor to floor, hoping 
that one of them would take a nap.  So through all of this, 
I learned this important quote from Mother Teresa:  We must 
focus on what lies before our own eyes.  What I've learned 
in those first few years of being with my sons in such 
critical states of their lives is that I needed to learn 
and listen.  I needed to really understand what their 
disorder was about.  I needed to see that, you know, hey, 
maybe they don't have a fever, but they definitely don't 
look right.  I need to make that phone call.  I needed to 
drop everything and get them to the hospital so that we 
could get the glucose that they needed. 
 
And surprisingly enough, there's not a pill or some kind 
of treatment that they can get.  Most of what they need is 
continuous IV or G tube feeding.  They both have NICU 
buttons.  I was not afraid to say they need an alternative 
to feeding.  They're not eating enough.  They can't 
sustain themselves.  And what they do when they get to the 
hospital, they get bombarded with glucose, simple sugar, 
so that their cells do not fast.  So that their cells do 
not go to their fat stores.  They can not use their fat.  
, their long chain fat in particular.  As the story and our 
life evolved, many things happened.  In 2001 James went in 
for a virus, and we were so used to these viruses, you know?  
Let's go.  Okay.  712 hour rollout, you're sick, you need 
hydration, and after 72 hours the doctors finally say, 
maybe they can go home.  That was the case in here.  James 
went in.  He had a virus.  But after having it after 
several years of IVs all over his body, he didn't have 
enough access and all of a sudden after a second dose of 
medication, he had a cardiac arrest. 
 
It was a surreal moment.  I remember holding my body, 
planting myself against the wall, screaming, James, mommy 
is here.  I love you.  Don't you give up.  And in my head, 
I was bargaining with God.  I was wondering, you know, hey, 
is your will my will?  For me, getting through a lot of this 
was my faith.  Everybody has their own take on that.  But 
without, for me, without my faith and without knowing that 
there was a being that was helping me get through these 
moments of desperation, helping me remain sane through the 



moments of chaos, helping me to re-group through all of the 
burden and to be stable and sane for my husband and my 
daughter, for me that was, in my words, a God, my God.  For 
me it was faith. 
 
Other people might look to something else.  Maybe you need 
to just get away to the ocean or the mountains and get some 
peace and quiet and get yourself together.  But the point 
is we all have within us an energy and a strength to pull 
us through the day to day chaos and make it better, not only 
for ourselves, but for our families.  Again, we may not 
know how to weather the storm, so we need to learn 40 dance 
in the rain. 
 
In 2001 when James had his cardiac arrest, it was such a 
point of desperation.  He was, you know, almost three years 
old at the time.  I guess just about three years old.  And 
I remember the family coming.  I remember the quiet rooms 
and that's always how it was when death was among you.  And 
I remember talking to the doctors and the staff and I 
remember the staff saying to me, stay in the moment, 
Mrs. Raccosta.  Don't think about the what-if's.  Stay 
here and now.  He's stable.  That's what we need to focus 
on. 
 
And we did.  We focused on James being stable.  We focused 
on each moment, because we couldn't think about the 
what-if's and what was going to happen next.  James 
survived.  James, five days later, was off all cardio 
medication.  He was back to his normal baseline.  And 
staff, I think, and the doctors at Children's Hospital 
Philadelphia had a sort of quiet respect for my son.  He 
was this little strong survivor. 
 
So what is the point of all this?  We all have our stories 
of chaos.  We all probably have our moments when we just 
can't bear it anymore.  But we need to pick up the pieces.  
We need to stay in the moment.  Even when you feel 
exhausted, you need to stay in the moment.  I learned about 
living with grace.  I learned that death was part of life.  
And I was hoping and I was encouraged by some of the family 
members that I never even knew their names, but I watched 
as they endured such a burden without hysterics.  There was 
so much that I've learned by some mothers and fathers at 
the hospital who did lose their loved ones, who were 



courageous, and they weren't bitter.  They knew that it was 
time to say good-bye. 
 
It's not always time to say good-bye, though, as with my 
son James.  He survived so many times, I can't even count 
them.  After 15 years of being at Children's Hospital of 
Philadelphia and with numerous, numerous hospitalization.  
Now, the other point of the story is life is a matter of 
interpretation.  Perception and perspective are key.  
That's a quote that I wrote.  This is something that we 
don't know what somebody is going through.  On a daily 
basis my sons have taught me that I have to take our 
experience into my whole entire life.  You know what you're 
out in the car and you're driving down the road and somebody 
cuts you off?  Before I would be screaming and ranting.  
Now I say, you know, maybe they're heading to the Children's 
Hospital.  Maybe they just had bad news.  Maybe someone is 
hurt.  Maybe they're racing to something else I try to 
focus life in the same way.  I try to have a perspective 
that is different than most normal people.  I try to put 
myself in another person's shoes, because I know for me and 
for our life that I need to stay in the here and now and 
I need to live each day in each moment. 
 
Even when I'm getting ready for a huge Thanksgiving dinner, 
my children are calling and they all have their needs and 
I'm preparing the big meal.  You know, I have to say to 
myself, what am I doing this for?  I'm doing this for my 
family, for my children.  So take that extra minute.  See 
what they need, you know?  If we're doing this for our 
families and our children, we need to take that moment.  
Stop being a wait a minute mom, and we need to see what needs 
to happen. 
 
Now, we don't need to do this alone.  You can get support, 
like I said.  I've been looking and searching.  We all are 
searching for a normal life.  I was always searching for 
a normal life.  And what I've found when I started writing 
the book was my life was never going to be normal, but it 
could be sane and it could be happy again.  It was 
different, but it could be happy.  Definitely for sure. 
 
My children have taught me that I needed to focus on what 
is important.  I needed to focus on hope.  I needed to 
focus on love.  I needed to focus on what was important, 



and that was my family. 
 
James became such a hero and a survivor and an angel.  James 
is globally delayed.  And I remember one time when I was 
reading about him from one of the doctor's discharge papers 
and they were saying, you know, globally delayed and spina 
bifida and, you know, below the means and all of these not 
scientific.  All of these medical terms for my son.  And 
I said to myself, who is this that they're talking about?  
That was not my son.  My son James, even though he is 
globally delayed, even though he can not walk and talk like 
others, he is a person who wants to be happy.  He sees and 
he wants us to hug him and love him.  He loves music and 
he loves football.  And he loves when all of his cousins 
are around him making him laugh and smile.  He loves Eric 
Carl's Hungry Caterpillar stories.  And how do you know 
this?  I know this by watching him and caring for him and 
watching everything that he does. 
 
I became a strong advocate for my children, and as you can 
see, my son Sam there, he's in the top, and James is there 
at the bottom.  They are on the completely separate ends 
of the spectrum for special needs.  My son James goes to 
a special services school and he is very disabled.  
Although like one of the doctors said one time, a rude 
doctor who probably was having a bad day, said James will 
never walk.  He'll never talk, you know?  He was two years 
old at the time.  And I remember being devastated when I 
left, and no, I didn't have a good perspective at that time.  
But one day when I was watching James and putting him to 
sleep one night, he kept trying to say something to me with 
his verbalizations.  With just a bunch of vowels and 
consonants put together.  And it ended up being 
al-gah-gah.  One day I was doing it and he separated his 
symbols and it said ah, oh, oo.  And he repeated it again.  
Ah, oh, oo.  Of course he knew that I loved him and he was 
telling me, in his own words, that I love you. 
 
I remember sitting on the couch having a glass of wine, and 
I was so excited, because to me and for our family, that 
was like explaining the story of someone who, you know, 
achieved the championship in the soccer match or having a 
child win at the science fair or having my son hit the 
winning homerun.  To me, that's what I grabbed onto.  And 
then we started really watching, and that's how we knew that 



he liked music.  That's how we knew that he liked watching 
football over basketball.  We really got in tune to what 
my son needed. 
 
The second little point here says survive.  Whatever it 
takes for you to do.  Now, unfortunately, I wish that I 
could say that I exercise.  I should.  I should do yoga and 
stretch my body.  I should get on that treadmill that I have 
or that exercise bicycle.  I don't always do it like I 
should, but I've found other avenues that help me to 
survive.  I love to bake, and in my story it will tell you 
that I make the best chocolate chip cookies in the world.  
I will be glad to bring you some or come and visit you, but 
I can not give you the secret recipe, so please do not have 
that be one of the questions. 
 
Read.  Read a novel.  Read a book that will take you away 
from the moment.  For me, too, I began to write.  And what 
happened was the way the story came about was I started 
capturing the moments, because I needed to regurgitate it 
to the next doctor or the next hospitalization.  I ended 
up taking those manuscripts and those notes and those 
points of emotion and I converted that into the story.  
That's how I became the author for the survivor, the hero, 
and the angel. 
 
Grieve, you know?  It is sad and it's okay to say, you know, 
I'm sad.  I don't know.  I wish I knew what James would have 
been like without a brain injury.  I wish that he could tell 
me what books he wants me to read, but he can't, so I can 
grieve that, but I can't dwell and stay in that bitterness 
and that sadness.  I need to regroup.  I need to talk with 
people who understand.  And there are people that 
understand.  I remember my sister one time came over and 
she's like, well, who are you talking to?  Aren't you 
upset?  Don't you think you need to go to a psychologist 
or something?  And I said, you know, sister, I am talking 
to the people who get it, the staff.  I am talking to other 
special needs moms.  They understand what I'm going 
through and although my family wanted to understand, they 
wanted to be there to help me, sometimes they don't 
understand, because they have healthy children.  They want 
to be sympathetic and that is okay.  And sometimes you 
might need to tell them what you need.  Erma while, like 
I wouldn't ask them for anything, because I didn't think 



they would understand, but finally, I began to really say, 
you know, hey, can you take Gabrielle to the movies?  Could 
you just come over and have a cup of coffee with me?  Find 
ways that your family can help you, and if they're not 
helping you or they don't know how to help you, find people 
that can really understand what you're going through. 
 
I like this next one.  Be assertive, not aggressive.  
Many, many, many, many times at the hospital with my son, 
you know, in the beginning you're overwhelmed.  You're 
learning all of this stuff and the nuances with your child 
or with your own disability.  And you know, my 
mother-in-law, God bless her, in her eighties would always 
ask, well, what does the doctor say?  What did the doctor 
say?  And when I would explain to her that the doctors 
didn't know, that there were no answers, that the test was 
inconclusive, she couldn't understand that there wasn't an 
answer.  You know, my son James was the sixth case in the 
world.  You know, this is like cancer research or autism 
55 years ago.  It was not known.  This is not known. 
 
So what I needed to do was I needed to learn about what was 
good and what was bad for my sons, because sometimes the 
new doctor that was on or the attending who didn't know my 
son, they would want to deal with what the medical books 
say, and I would say, oh, no, no, no.  Please go and find 
someone who knows the Raccosta boys and figure it out 
together.  That's another thing.  You're in the hospital.  
You're sad.  You're overwhelmed with life.  You're sad, 
because you're, again, in the hospital or faced with 
another IEP or another case manager for your child's 
education, and you want to just lash out and be aggressive 
and say your piece, you know?  That doesn't get us 
anywhere.  We need to be assertive.  We need to let our 
needs be known, but we can't be angry about it.  We need 
to do it in a calm manner. 
 
Document your feelings.  You know, write it down.  Who 
knows?  Maybe you'll have the next best seller that's out 
there.  Remember your other children.  You know, that's 
one of the things.  Everybody would always ask us, how are 
the boys?  How are the boys?  How are the boys?  And I 
finally would start saying, the boys and my daughter are 
okay.  I never once forgot about my daughter.  Yes, I was 
away from her, but we always cared and worried about her 



stability, her sanity.  She was four years old when all of 
the chaos started.  And then she had two brothers who had 
special needs, two brothers that were constantly in the 
hospital, two bro certifies who doctors didn't know what 
was going on.  Two brothers who couldn't walk.  Thank God 
one could talk and talked and talked and talked. 
 
My daughter is now a freshman in college.  She is a straight 
A student.  She does not have attitude problems and she is 
a very compassionate young adult and I thank God for that.  
I thank my family for helping her to succeed.  I thank my 
husband and myself for making her life unscarred, at least 
we think so. 
 
Continue to navigate your life.  You know, don't blame your 
spouse.  If there's dirty dishes in the sink, don't worry 
about it.  Don't worry about the unnecessary.  Don't worry 
about not having the perfect Christmas gift or birthday 
present and the right wrapping paper.  None of that is 
important.  And that's really what I'm hoping my story will 
suggest.  It tells our chaos of ten years.  It tells the 
story of James and Sam and my beautiful daughter.  It tells 
the story about, you know, our family that we made with 
people that we didn't even know.  Some of those that are 
at Children's Hospital of Philadelphia, I am so close to 
and I don't really even know anything about their personal 
life.  It was a different world.  It was our hospital 
world.  And I know a lot of you probably know what I'm 
talking about.  You have that special group that you belong 
to or you have the school PTA.  Maybe it's a books club.  
Maybe you have a group of them your life that is family to 
you.  Reach out to them and know that you are not alone. 
 
So the story of our life continues to unravel.  James just 
had a major hospitalization a couple of weeks ago, and of 
course right before we went on vacation.  This always 
happens with James.  We would stop telling him that we were 
going away.  And it's kind of a funny aside.  In the story, 
all throughout, you'll see that whenever we were planning 
a trip to Virginia to see my sister, James would end up 
taking a turn and getting off at south street exit off of 
95 south instead of continuing to go down to 81.  James 
would end up in the hospital.  So we used to start 
whispering that we were going away, and you know, I got a 
little cocky a few weeks ago and I said, we're going away.  



Everybody is healthy.  We're going away.  Sure enough, 
James got a respiratory infection.  My family went on 
vacation and James and I stayed in the hospital from Fourth 
of July until that Monday until he was well enough to make 
the trip and meet everybody for vacation. 
 
So my slogan became billow with the wind.  Some people 
might say, you know, live and let God.  Let it go.  Let the 
water rush off your back or whatever it is.  Live and let 
live.  Mine is billow with the wind, and I picture myself, 
I see the curtains and the sheets billowing on the 
clothesline.  I see the trees in the wind bending, but they 
will never break and they will never fall off.  And that's 
what I hope that the story will leave that impression in 
your mind, that you don't have to break.  You can bend and 
you can survive this rough wind, this rough period, but you 
won't break.  You need to find the courage in your story, 
and we all have it.  We all have our stories.  Everyone has 
a story.  Make it be your new purpose.  That's why I wrote 
the story.  I'm trying to advocate for SOD disorders, fatty 
oxidation disorders.  I am trying to share that you can be 
assertive and not aggressive, even in the volatile time of 
your life with your child in the hospital.  You can have 
hope for a better life, a better day, and you can remember 
that you're not alone.  For me, too, it deep he knows my 
faith.  I haven't experienced where I was so angry with God 
or saying, you know, I am not going to believe, because look 
at what you did.  I believe that things happen in this world 
and we need to just pick up the pieces and move forward with 
courage. 
 
Again, again, again, I'm going to repeat, remember that you 
are not alone.  I remember when James was diagnose and had 
they told me he was about the sixth case in the world and 
there were about 2:00 live.  I was beside myself.  And we 
searched the internet and didn't find very much, but we did 
find that SOD site, and their slogan was we are in this 
together.  And I thought, how apropos.  We are in this 
together.  So no matter how unique or rare your disorder 
is, no matter how much you feel that you are alone and nobody 
could possibly understand, someone out there does 
understand.  Someone out there can give you that ear to 
listen to.  Someone out there can help you find a better 
perspective of your life. 
 



Continue to navigate your life.  Continue to search.  And 
here is my last quote.  Experience it, whether joyous or 
sorrow.  To the world that lives within my heart, my soul, 
and my mind.  The story ends with James' tenth birthday.  
We celebrate it with candles and smiles and happy heads for 
him moving his head side to side is him telling us, I love 
this.  That's Mom-Mom, by the way, in that picture.  James 
goes to special services school.  He's happy and he learns.  
He now looks up with his eyes to say yes.  He frowns when 
he is unhappy.  This is where we were 15 years ago, 
wondering if our son James was going to live or die.  James 
is my little angel.  So whether experienced are filled with 
sorrow, they are a tremendous gift.  We need to take each 
moment, savor those moments in your lives, move forward 
with courage.  We needed to educate ourselves about what 
is happening to our special needs children, to ourselves, 
and we need to just pick up the pieces and keep on going. 
 
My family, my children, and my boys have given me this 
insight.  This is a story.  It's my story.  The survivor, 
the hero, and the angel.  The story of my family.  Like I 
said in the beginning, every family has their story.  I 
have chosen not to grieve and to be sad.  I have chosen not 
to say, you know, poor me.  I can't go anywhere.  My 
children can't walk.  I have chosen to really search for 
the best in all of us.  I have chosen to continue to love 
my husband and not to blame him for the dirty laundry or 
the dishes.  Okay?  We put that out of our mind.  None of 
that is important.  The yardwork is not important.  And 
yes, we go on vacations and is it difficult sometimes?  
Yes.  But the smiles on their faces, that is because we 
choose to live in the moment.  We choose to search each 
other and to find what works.  I choose to help my sons and 
advocated with their educational plans.  I choose to help 
my daughter to become a compassionate woman.  I choose to 
listen and choose family, because that is what is 
important.  And someday, if there's a burden that is going 
to be too much to bear, then I hope that I will have the 
courage to endure.  I hope that I have the peace in my heart 
to let go with love.  Just like the wind, time passes 
unless, of course, we stop to sense it, feel it, and billow 
with the wind.  That is my trademark, to billow with the 
wind. 
 
I hope that you will take a moment and find the survivor, 



the hero, and the angel on-line.  I hope you will search 
out in your own towns advocate programs for your son or 
daughter or yourselves.  I hope that you will know that you 
can make a difference.  Sometimes volunteering and getting 
involved and advocating for the group that is your 
particular ailment, sometimes that could be the spark that 
will help you.  And always, always remember that you are 
not alone.  The survivor, the hero, and the angel. 
 
Thank you very much.  I hope that you've enjoyed the 
presentation, and if I have any questions, I certainly will 
be here to answer them. 
>> Thank you, MaryAnn, for sharing your family's journey 
and your own.  On behalf of National Spinal Cord Injury 
Association, I'd like to thank MaryAnn Raccosta for sharing 
so much of her personal experience and professional 
knowledge with us today on the survivor, the hero, the 
angel, a mother's story for one decade.  MaryAnn, your 
story is a moving and important one.  We do have a couple 
of questions at this time.  The first would be does the 
government or state, in this case the State of Missouri, 
provide financial assistance for a child with Asperger, for 
instance? 
>> Right.  I want each state has their own legislation.  My 
children do not have that disorder, so I do not have the 
answer for that, but I believe if you called your local 
advocacy program for special needs or something similar, 
I know New Jersey has a family advocate program.  They 
could help you out and point you to the right direction. 
>> Thank you.  And again, if the first place that one needs 
to start would be your local center for independent living, 
you can probably easily find them on-line, or you can 
contact us here at the resource center to guide you to your 
closest center for independent living that can sift you in 
locating services in your area. 
 
Second question, MaryAnn.  How did the regional centers 
and school districts assist in providing educational 
support for your boys? 
>> We are very fortunate that New Jersey has Mercer county 
special services school.  We also had early intervention 
in our state of New Jersey.  So very early on, and I believe 
that it actually was through the hospital that we were 
actually giving the information to them to seek out these 
programs, but we have what was called early intervention, 



so at, you know, the ages of preschool, people were able 
to come to the house and assess the children to see what 
the boys needed, and from there we went to the appropriate 
school.  My son James has been in the special services 
school since preschool and he's now in the high school, and 
my son Sam mainstreamed at kindergarten.  Sam is not 
cognitively delayed, so he was able to so to the public 
school with an IEP and, you know, we do often try to figure 
out what is the best plan for him, but he does have the IEP 
and we work through that, you know, through the case 
managers of the district and the township. 
>> Thank you. 
>> Uh-huh. 
>> The next question, what would you need from a care 
coordinator?  A little bit of a generalistic question.  
What would you need from a care coordinator? 
>> What would I need from a care coordinator? 
>> What would you need to get from them? 
>> To get -- excuse me, for the advocation plan?  Or for 
my children?  I don't understand the question. 
>> I guess if you could react in your case, what did you 
value from a care coordinator?   
>> What did I value?  I believe what I valued from the care 
coordinator is several things, but one of them was 
listening to the uniqueness of our situation.  Making sure 
that they understand what type of provider I needed.  
Understanding and really having the 485 or the care plan 
clear.  Again, I know for one instance, you know, at first 
they think that this is a nutritional problem for the boys, 
but it is not.  It's a cellular problem.  So to make sure 
that the care provider really understands what the disorder 
is about I think was key.  And you know, we still -- it's 
really -- it changes from year to year, too.  I mean, we 
still have some nurse fog my son James, and so it does 
evolve, but making sure that they understand the disorder 
and what the child needs is very important. 
>> Thank you.  One other question, and if any of the 
attendees would like to follow up with you on any of the 
points that you've cord today, what would be the best way 
for them to reach you?  
>> Yes.  I can pass that along.  I don't know what happened 
to the slide.  There was a slide at the end of this 
PowerPoint that had my e-mail information.  So how would 
it be better? 
>> If you could just share that now, maybe that would be 



the easiest way. 
>> Okay.  So you could e-mail me through 
jraccosta@hotmail.com.  Just make sure you put in the 
subject that it was from the webinar.  You could also visit 
my website, which is thesurvivortheherotheangel.com.  And 
I also have Facebook. 
>> Can they contact you through your website or through 
Facebook? 
>> Or through Facebook as well, yes. 
>> We have a couple more questions that have come in.  We 
have a couple more questions that have just recently come 
in. 
>> Okay. 
>> For Missouri services, again, you may or may not be an 
expert on Missouri services, but maybe you might give some 
advice here, the starting point, if you'd like more 
information -- oh, just as a provider of information, for 
the person with the Missouri services question, please take 
down this telephone Number.  For Missouri services, as a 
starting pointed, please phone Missouri services at 
(573)751-4054.  Again, for the Missouri services 
question, please phone them at 573 area code 751-4054.  So 
someone helping out with that earlier question. 
 
And then another question for you, MaryAnn.  This is to 
enunciate further on the New Jersey agencies that you 
mentioned during your presentation. 
>> Correct. 
>> But this person is at a clinic now, and somebody 
interrupted them.  A doctor came in at that time and they 
weren't able to continue.  What were the New Jersey 
agencies that you mentioned in your presentation that might 
benefit your audience? 
>> Righted.  For me, for the metabolic community, for me, 
we went to SOD support.org.  We also went to save babies 
through screening.org.  Locally we used Baota nursing, or 
I believe it's called Baota Home Healthcare.  One of the 
beauties of the -- we went through the Spinal Cord 
Association.  It is now all under one umbrella, the 
National Spinal Cord Injury Association.  Obviously, they 
have a huge kids spectacular every August, and from there, 
we were able to connect with physical therapy resources 
through McGee in Philadelphia. 
>> McGee Rehab Hospital in Philadelphia? 
>> The rehab hospital.  We were also able to connect with 



various local sports programs for my children.  And we 
tried several, you know?  Some don't always work.  We also 
were able to, in New Jersey through our local YMCA, we were 
able to get some, you know -- a pool facility or know where 
the playground was that had special needs equipment.  
There also is the family advocacy program in New Jersey.  
For us, we gained support through gift of life.  And we also 
got support through Make-A-Wish Foundation.  And some of 
our case managers directly from Children's Hospital of 
Philadelphia.  You know, that's where our children were 
treated with.  So the case managers that are on the various 
floors of the hospital also are very big wealth of 
knowledge. 
>> Well, at this, MaryAnn.  That is very good advice 
indeed.  And we are getting positive comments in our 
questions box of the value that this has been for some of 
our attendees. 
>> Okay.  Great. 
>> Nice to know we are not alone, for instance. 
>> Correct.  It wasn't really a how to, but more of my 
unique story that we all have our unique story, and yes, 
the message is, you know, we are not alone.  Find it.  Pick 
up the pieces and move forward with courage.  So I thank 
you, Bill, for allowing me to share today, and I welcome 
any, you know, comments that people would like to leave me 
on my e-mail. 
>> Thank you, MaryAnn.  Our next webinar will be Fight To 
Improve Wheelchair Access in New York City and its national 
implications.  That will be tomorrow at 3:00 p.m.  You can 
locate that webinar and register for it at 
www.spinalcord.org.  And you can also sign up to receive 
our webinar notifications at that same website.  You can 
also check out our new mobility magazine, which covers 
everything active wheelchair users need to know.  Visit 
new mobility.com to see what we're all about.  Thank you.  
That concludes our presentation today. 
>> Thank you very much. 
  (end of event.) 
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