Blog for October 26, 2009 — stem cells are 5 months old today

Dear Dylan,

What an amazing journey you have taken us on. Not just us,
but al the incredible people who have joined usin helping you
to one day have a better future. Today it has been 5 months
since you received are-infusion of your own cord blood stem
cellsat Duke University. By now you know that when you
were born, we banked your cord blood. No reason, really —
mostly because we could at that time, and it was our thought
that this was the greatest form of 'life insurance' we could buy
you — the opportunity to have your own genetically matched
stem cells stored for you in case you would ever need them. At
the time, the thought crossed our minds that you may never
need them, but to us, it was worth the price just for you to have
them available to you one day.

Some day in the future, as you are reading these blogs, you will probably already know that you were
one of the very fortunate children in the United States to be selected for a study at Duke University
where children with Cerebral Palsy get to have are-infusion of their own cord blood stem cells. So,
even though we didn’t think you may ever need those cells,
the time did come, just 5 months ago, where that decision and
those cells may be life changing for you.

| know that when you get older there will be alot of blog
posts to read, so every month on your new cells anniversary
(we call this your new birth date), | am trying to post an
update like this to you, so you will have a consolidated
update by month. Thisisalong one, as much has happened
in the last few months.

Although our journey with you has been about much more than Dylan at Duke after hisre-
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have to say, it has been nothing short of amazing. You are One of less than 50 children in Duke's Study

quite alittle charmer and a great trooper. Your daddy is
teaching you to say "abs of steel”, as he does another round of sit-ups with you each day, but what we
really need to teach you isto say "will of steel”. You have the greatest spirit, and | believe you know
that everything we are doing for you, is so that you will have a better (and hopefully easier) life.

Before your re-infusion, we began to search for a place in Oregon where you could have Hyperbaric
Oxygen treatments after your stem cells settled in. For over aweek, | called all over Oregon and could
not find a chamber where you could be treated. Well, that all changed when | typed “Hyperbaric
Oxygen +Bend” into Google and up popped Bend Memorial Clinic. Your father and | smiled when |
told him that Bend had HBO chambers, as we both love the Bend area. | thought, maybe, just maybe,
that will be the place that will take you. When | called, the receptionist asked me to fax our medical
records and afax explaining our situation. There was along pause on my end, and after | explained that



our medical records consisted of over 3 file boxes of information, she quickly decided that just afax
explaining what | wanted would be sufficient. | was honestly alittle sad that they couldn’t give usan
answer, nor would they let metalk with adoctor. | started to think that they wouldn’'t be the place
either. But, | reminded myself to stay positive and your father and | put together a 1 page fax and sent it
on. | recall ssimply asking them to please consider helping you and to consider what it would be like to
be a4 year old who couldn’t talk, walk, or even see very well. | get tearsin my eyes when | re-read that
fax. | was desperate to find a chamber for you and had started to fedl it may be our last chance to find
HBO treatments here in Oregon.

A few days went by and | lost hope. | started to call clinicsin California— down by where my sister
livesin Southern California. Then, in the midst of my continued phone calls and search, the phone rang
and Bend Memoria Clinic said that Dr. Pinnick would like to meet with us. Y ou have no idea how
excited | was just to get a chance to meet with the Doctor there. The appointment was about a week
away, and it was al | could think about. So, the day arrived and we drove over to Bend to meet the
Doctor. Dylan, what you may not know when you are reading this later in life, is that HBO treatments
are still considered ‘ off-label’” for children with CP. Itisn’t atreatment that is recognized by Medicare
and Medicaid to help a condition like yours. Your father and I, along with alot of other parents like us,
are hoping to help change that. We believe in thinking and working ‘ outside the box’ and we know that
if we have a chance to make adifferencein your life, it will not be with just traditional therapy. We
believe that if enough parents like us can show that the treatments are hel ping our children, then we may
be able to ‘mainstream’ these therapies for al children —not just you. Fortunately for us, we found the
one place in Oregon that was willing to help us get you Hyperbaric Oxygen treatments.

So, we are now living in Bend during the week and driving home on the weekend. When we started
HBO treatments the 3rd of September, we didn’'t really know exactly how we were going to make all
thiswork. We just knew that you needed these treatments and we would do everything to make them
happen for you. Thefirst and second treatments were a bit rocky and you had trouble clearing your ears.
So, back to Corvallis we went to get ear tubes put in your ears to help you equalize the pressure.

With ear tubesin, we were now ready to return to Bend to
start back up again. On Monday, Sept 21, we tried again.
Going to depth wasn’t any problem for you, but coming
back up from depth caused you discomfort and you cried
for quite sometime. Well, off to seethelocal ENT and
have the tubes checked. With aclear report from the
ENT doctor, we returned on Sept 24™, and your dad went
into the chamber with you. Y ou reacted alittle when the
pressure changed to bring you back up from depth, but |
think you are use to it now. It has pretty much been
smooth sailing since, and have only missed one day in the
chamber since. Your father and | trade off going in the
chamber with you, and you really enjoy having us all to
yourself for that almost 90 minutes each morning.

Dylan waiting for ear tubes—
While in Bend doing treatments with you, we had a he and dad are looking for trouble.

temporary place to stay for the month of September, but we



had to be out of it by September 30. When | started looking for a place to rent in Bend, | learned that
everyone wanted a 6 or 12 month lease — and the rents here were much higher than we had planned. We
believe we need to get HBO treatments for at least the next 6 months (120 of them - minimum), but
because things had started out alittle rocky with the treatments, we didn’t feel we could afford to sign a
6 month rental lease, and then have something come up with the treatments that could potentialy be a
show stopper for us. We intend to move to Bend, but for now, while we are doing these treatments and
looking for work here, we didn’t feel it was financially possibly for usto be locked into alease. Also,
because we need to raise money for the treatments and the place to stay, | also needed to find a place
that would allow me to put our rent on acredit card, and that seemed alittle tough to find.

Someone at your school suggested | contact the Ronald McDonald House in Bend and see if we could
stay there. | had thought the RMH was only for critical children and really didn’t know much about how
they operated. Y our father could see the huge relief in me when they said that they had room and we
could stay there. So, on Sept 30, we moved to the RMH and have been there amost a month. Over the
last few weeks, it has become very clear to me that we are meant to be there with alot of these young
families that are also staying there. Most of the families there have small babies D
(preemies) in the St. Charles NICU. Everyday the other people in the house say HI to s = 9 -
you, and you cheerfully greet them... sometimes with your “I Tigger’, or sometimes ) )
with just your cute little smile. Y ou often bounce around in your wheelchair as you
smile at them. Y ou recently changed your nameto “Tigger” and will correct usif we

call you anything else. So, as you wish, we have all started to call you “Tigger”.

Several of the families have commented on what a happy little guy you are. | bet that they have al
learned something about life watching you enjoy each day — just the way you are. They know we are
working to make your life better and allow you to enjoy life like anormal little 4 year old. | know that
you, like us, look forward to the day that you can walk and run on the playground like the other children
your age. Tigger, your father and | are dedicated to making that day happen for you. | know it isclear
to you that our daily routine is focused around your schedule, and what we are doing to help you. You
are incredibly attached to both your father and I.

Each week we drive home on Friday after your HBO
treatments, and then return to Bend on Sunday. We do your
Oxygen treatments every morning at 7:00am and are finished
by 9:00am. Y es, you are amorning person, and you LOVE
that we all have to be up by 6:00am. Y ou cannot wait to get

- out of your crib and destroy the play areawe have for you in
the room.

There is a huge benefit to being finished with your HBO
- treatments by 9:00am. That has given usthe incredible
opportunity to do other therapies with you, and enroll you in
Mom & Dylan in the school in Bend. We love your teacher and the othersin the
Hyperbaric Oxygen Chamber classroom. Y ou have also met some other pretty neat
therapists. You are now getting speech therapy at St. Charles
and you also get to see aphysical therapist, Georgia Merrifield, who isvery well known hereand is
doing PT and also HIPPO therapy with you. You got to go in the pool with Georgialast week, and this




week you get your first time on a horse with HIPPO therapy. | know you are going to loveit. Back
homein Corvallis we have been doing Feldenkrais therapy with you with Christine Dopke — | think that
she has adopted you as her child. Y ou loved going there, but now that we arein Bend, you don’t get to
see her every week. Thislast week, Christine was in Bend finishing up her training, and she arranged
for usto bring you to her school to be the ‘demo’ for the teacher, so all the other students could see him
working with achild. Well... because of Christine, this last week, | got to meet a young man who lives
herein Bend that also does Feldenkrais, and he is going to call me and seeif we can get you in to see
him also. There are great services here for you, and | believe we need to find away to stay here.

By the end of the week, you will have had about 30 Hyperbaric Oxygen Treatments and we are starting
to notice some very nice changes. You are talking more and more everyday and your enunciation of
these words just keeps getting better. Y ou favorite words are now Doctor, Tigger, and Cleo (our friend
Brad's german shepherd). Since you have met Cleo, every dog you seeis now “Cleo” and you won't
even say the word dog, it'sjust Cleo. Y ou have been crawling all over the Ronald McDonald house
lately, just checking out the place. You seem to really like to be by the front door. Your dad and | were
talking, and we realized that your balance and coordination are starting to improve. We have anincline
gymnastics mat in our living room in Corvallis that you crawl up and down. When you craw! up your
mat now, it is much smoother than before and you are not stopping in the middle, or falling as much to
each side on your way up. On the way down you just cruise to the bottom and keep going (in the past
you would lose strength in your arms

and often nose dive into the map). Your
teachers and the people at the Ronald
McDonald house comment all the time how
much improvement you are making on a
daily basis, especially in your speech.

Y ou are such atrooper and seem to takein
stride all that we are doing with you. You do
know when we are going back to your home
in Corvallis and the car rides back each week
have become pretty smooth sailing for you.

. When we pull into the driveway, you get so
excited —no | mean EXCITED!!. You are jumping around in your car seat and can’t wait to get into the
house. You start giggling and laughing. This state of euphoria seemsto last amost an hour. You love
coming back to your house, al your toys, your therapy equipment and your ball pit. Many times on the
way home, you will say “ball pit’ over and over. And when we get you home, you crawl in to our
bedroom where your ball pit takes up most of our room, and you can’t wait to get in and throw the balls
out. Dylan, you do really well no matter where we take you, but you love your home and all the things
that we can do with you there. Our homeis currently the best therapy studio thereisfor you. We have a
table with bars so you can pull up and learn to stand and cruise, we have aincline mat that you crawl up
and roll down, we have a harness that attaches to our ceiling, and you love being in the harness and
experiencing being gravity free.

The last several months has been very hectic getting your health insurance changed, so we could get
medical treatments for you while we are in Bend, setting up therapy evaluations and getting the



insurance to pre-authorize visits. We have now got you into the daily
therapies that we feel are important for you. Although | never stop
researching what is out there, for now, | believe we have reached a
landing spot, and | took a deep breath (sign of relief) as | wrote thisto
you.
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Today we are just taking one day at atime. We are committed to
completing at least 120 treatments at Bend Memorial Clinic and doing
whatever we can to help them get Hyperbaric Oxygen treatments as a
mainstream treatment for children like you. | believe you are the
youngest little guy to be seen in the BMC chambers, and also are the
first to drag someone in the chamber with you!! Bend Memorial
Clinic & Dr. Pinnick are doing an amazing thing for you. They have
never treated a child with cerebral palsy in their chambers, and have
chose you to be their 1% child. That is an incredible honor for all of us.
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| have heard that they have started a foundation to purchase a chamber mostly for ‘off-label’ use. | think
the parents of aformer patient, Summer Stiers, who also did * off-label’” Hyperbaric Oxygen Treatments,
started the foundation in honor of their daughter who Dr. Pinnick also treated. Dylan, my dream is that
we can help them get that chamber. | can only imagine how many children like you, or people like the
young lady name Summer, that chamber could help.

Our next step isto raise money for your treatments as we

expect your insurance won't cover them. We are already
seeing changes in your speech and your cognitive abilities and
we feel we should not stop before we have done at least 120
treatments. Although we are going to try to get your insurance
to pay for your visits, it is basically out of the scope of covered
procedures and if | am successful in getting them paid by
insurance, it will probably only be after along fight, maybe
including taking our appeals to court. | know we need to pay
for theinitial treatmentsin order to be able to create a“‘case’ to
present to the insurance to prove they are helping you. | intend
to stay the course with this, as more than just you could benefit
if we are successful in getting insurance to pay. | may never
win the battle with the insurance, so we have set out to raise all
the funds needed to continue your treatments. It is our hope
that if we don't need al of the funds we raise because the
insurance does pay, we would like to donate the additional
funds that are raised to the foundation that Summer’ s parents started.

Dylan, we are ailmost to the end of the year 2009. Today, HBO treatments are making a difference in
children with Cerebral Palsy and also Autism. | don’t know what it will be like when you or your

children read this many years from now. We have major wars going on in Irag and also Afghanistan.
The Military has started to do HBOT treatments for the soldiers that are returning from war with TBI



(Traumatic Brain Injuries). We are just now learning that HBO is an amazing treatment that could
benefit al children and adults that have some kind of brain injury by getting more oxygen to theidle or

dormant parts of their brains.
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Through years of research, it has been our
conclusion that there are two really big things
that can be done for cerebral palsy — things that
have the chance to help you make big leapsin
your development. We are blessed to have been
able to do both of those things for you this past
year — Stem Cells and Hyperbaric Oxygen.

Dylan, wherever this journey with you takes us,
your father and | will always be by your side.
Some days we will be beside you, and some
days we will be carrying you, and challenging
you to the next stage of development. But we
will always be there with you. You are an
incredible gift to us and everyone in your life.

Y our father and | are sharing our letters to you about your journey via your blog, so that other parents
can learn along with us and maybe one will help that parent who isn’t sure where to start when they hear
the words * cerebral palsy’ from their child’ s doctor for thefirst time. | believe that specia children, like
you, come to our homes to teach us, and it is with open hearts that your father and | are learning from

youl.

Tigger, we are proud to call you our son, and you have greatly enriched our lives.

| love you,
Mom

www.A L ittleBoysJourney.com
Letters/ Blogs to Dylan written by Jinger Cain




