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The MISSION of Matrix Health Group is to provide individualized, 
focused services to people with bleeding disorders nationwide.

Our VISION is to enhance the lives of those we are privileged to 
serve by providing the best pharmacy and support services possible.

Our Mission and Vision are realized through the value we place 
in our five guiding principles.  The five values represent the 
commitment to our employees, patients and the community, driving 
our organization to excellence.  These core beliefs define our culture 
and provide a means for us to measure our success.  By using these 
principles as a standard for excellence, we become the logical choice 
for consumers with specialty pharmacy needs.  These attributes 
represent the very best of what our company stands for and they 
remain at the forefront in all we do.

Integrity - Our professionalism, strength and stability come from 
our resolve to operate honestly, morally and with a higher purpose 
to meet and exceed the expectations of all.

Dedication - Our dedication is evident in our close attention to 
detail, personal touch, and resolve to advocate from the heart, 
giving each relationship a close, family feel.

Compassion - We are sensitive to each individual’s unique 
situation; our ability to listen, empathize and support those we work 
with distinguishes our business practice.

Enrichment - We understand that in order to perform at our best, 
we must always seek to learn and grow, while using our knowledge 
to assist and empower others.

Enthusiasm - Our confidence in the services we provide is 
illustrated by the energy, drive and passion we exhibit in all we do.
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Like us on Facebook!
Visit us today to learn more about our specialty pharmacy and support services,
read popular articles from Matrix Health News, view photos, learn about our
upcoming events and find information on the bleeding disorders community.
“Like” our page to see how we are Dedicated to Making a Difference in the 
lives of individuals with hemophilia, vWD and other bleeding disorders!

www.facebook.com/pages/Matrix-Health-Group/140849859422348
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Attention TRICARE Patients
Matrix Health Group is a specialty pharmacy devoted to caring for those with bleeding disorders.  We are 
dedicated, determined and committed to personalize your homecare experience with round-the-clock service and a 
comprehensive line of factor and ancillary supplies.  We offer a unique team of compassionate care coordinators with 
top-notch pharmacy and reimbursement services.  At Matrix Health Group, our goal is to make your life easier!

 

Dear Readers,

Spring is finally here!  Take a moment to breath in deeply and enjoy the warmth upon your face.  We invite you to 
take some extra time to read our special issue featuring articles Celebrating Siblings and 2016 Bleeding Disorder 
Camps Across the Nation.

We understand having a bleeding disorder affects the lives of all family members.  Brothers and sisters share a 
life-long and ever-changing relationship with each other, and having a bleeding disorder presents an abundance of 
unique emotions and responsibilities.  Often, these are often swept under the rug as families focus their attention on 
meeting the healthcare needs of their affected child or children.  With that in mind, we compiled a special edition of 
Matrix Health Group News focusing on sharing the experiences of siblings.

The collection of articles in this issue showcase perspectives from siblings and parents about their loved one 
diagnosed with a bleeding disorder.  By creating this special venue, we hope to provide all who wish to be heard the 
opportunity to share their story.  A special thank you to Regional Care Coordinators Bonnie Culver (Homecare for the 
Cure and Justin Lindhorst (Matrix Health) for their dedication in collecting these heartfelt stories.

In keeping with our highly anticipated spring tradition, you will find the annual listing of 2016 Bleeding Disorder 
Camps Across the Nation!  Use our listing to locate a camp near you and be sure to sign up soon since space is often 
limited!  Camp is an awesome experience and one your children will always cherish.  Remember, some camps allow 
siblings!

We hope you enjoy our special issue of Matrix Health Group News!  

Maria
Maria Santucci Vetter
Editor-in-Chief, Matrix Health News

A Note from the Editor

For more information regarding our 
services, please contact us at 

877-337-3002.

We look forward to hearing from you!

TRICARE
APPROVED !

ss
We offer:

Experienced, compassionate Care Coordination Team with 
a personal contact assigned to each patient for pharmacy, 
reimbursement and support services
Specialized, knowledgeable Pharmacy Staff with a comprehensive 
line of factor products and complementary supplies
With pharmacies in Florida, Tennessee, California, New Jersey 
and Illiois, our services span across the nation
24-hour delivery with emergency same-day shipments available
Interactive physician relationships providing patients with custom 
treatment plans
Specialty team of highly trained Billing and Reimbursement Staff 
dedicated to assisting with private and government insurance 
reimbursement needs
Informative quarterly newsletter, Matrix Health Group News
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ss

ss

ss

ss

ss
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Matrix Health Group is now accepting applications for nine 
(9) $1000 scholarships assisting individuals with bleeding 
disorders seeking higher education.  These scholarships 
honor the memory of several individuals who touched the 
bleeding disorder community in unique ways.  In addition 
to honoring the memory of these remarkable people, this 
scholarship program aligns with the commitment we hold 
to Enrichment, one of five Guiding Principles forming the 
backbone of our company value system.

Our scholarships are unique in several ways.  Each is 
offered exclusively to several demographics within the 
bleeding disorder community including women, men, 
inhibitor patients and undiagnosed family members.  The 
scholarship deadline is August 1st, allowing individuals 
ample time to complete the application.  Further, our 
streamlined application process allows interested students 
to complete one simple application for multiple scholarships 
offered across three Matrix Health Group Companies (Matrix 
Health, Factor Support Network and Homecare for the 
Cure).  Finally, these scholarships can be utilized for tuition, 
as well as books, housing or other related expense.

Awards are based on criteria including academic merit, 
reference letters and an essay.  A Scholarship Committee 
will review all applications and decide to whom the 
scholarships will be awarded.  Applicants are not required to 
be past, current or future customers of Matrix Health Group 
or its companies.

Download the application by visiting any of the websites 
below or call any of our following offices:

877-337-3002
www.matrixhealthgroup.com

877-376-4968
www.factorsupport.com

800-963-6339

877-337-3002
www.homecareforthecure.com

Joe Holibaugh
Memorial Scholarship
Matrix Health
Two $1000 scholarships for 
MEN and WOMEN with 
hemophilia and an inhibitor

Tim Kennedy
Memorial Scholarship
Matrix Health
Two $1000 scholarships for 
MEN with hemophilia

Mike Hylton
Memorial Scholarship
Factor Support Network
$1000 scholarship for MEN with 
hemophilia or vWD and their 
immediate family members

Millie Gonzalez
Memorial Scholarship
Factor Support Network
Two $1000 scholarships for 
WOMEN with hemophilia or vWD

Ron Niederman
Memorial Scholarship
Factor Support Network
$1000 scholarship for MEN with 
hemophilia or vWD and their 
immediate family members

Mark Coats
Memorial Scholarship
Homecare For The Cure
$1000 scholarship for MEN 
and WOMEN with a bleeding 
disorder and their immediate 
family members



  have four children, a girl and three 
 boys, two of which have severe    
 hemophilia.  My daughter was only 

5½ when her third brother was born.  
Especially when they were young, 
the rivalry problem was very mild 
- hemophilia was just another part 
of our busy lives.  I strove to show 
attention to all four kids and when 
one needed more attention, I did my 
best to include the others.  They were 
recruited as my “medical team” and 
their job was to make the brother 
laugh during the infusion and make 
Ninja headbands out of the Coban 
wraps we used.  When one brother 
had to go to the emergency room, 
if possible, we all went.  These trips 
were called “adventures.”  Books, 
crayons, games, treats and change for 
the vending machines helped a lot.

Of course, some bleeds were very 
inconvenient as they happened on 
Christmas day or Halloween evening.  
Those times were most frustrating to 
the kids.  I would gently remind them 
the one with the bleed was not only 
inconvenienced, but also felt bad for 
his siblings and was in pain.

My son without hemophilia is 
the ultimate middle child.  He is 
sandwiched between two brothers 
with hemophilia and has a rather

By Maria Santucci Vetter
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loud, dramatic older sister.  As a toddler whenever 
he scraped a knee, he would bring me a tourniquet.  
Much to his satisfaction, his pretend “bleeds” would 
sometimes get him an exaggerated bandage and a 
pillow with which to prop his knee.

On one occasion after a difficult morning of 
uncooperative veins, the kids were all late for school.  
The two boys explained to the school secretary they 
had dealt with infusion problems.  When she asked 
my middle son why he was late he answered, “I am 
a victim of circumstances.”  I’m sure at times this is 
exactly how he felt.

As my daughter approached her teens, she 
attempted to use our hemophilia situation to guilt 
me into allowing her more privileges.  In her opinion, 
she was not allowed to do certain things because of 
her brothers.  For example, she wasn’t allowed to 
go to the mall without a parent.  Her take on this 
was I was overprotective of the boys and this fear 
was spilling onto her.  When she rode her bike or 
was on rollerblades, I insisted she wear a helmet.  
She reasoned this was a rule only because the boys 
could get hurt if they didn’t wear one.  When she 
finally realized playing the hemophilia card was not 
quite working, she changed her strategy to the card 
reading, “It’s no fair!  Why am I the only girl?”

The most prevalent emotion my kids have shown 
is compassion, not necessarily toward each other, 
but in general.  They seem to tolerate differences 
among people better than most kids we know.  In 
first grade, my daughter befriended a child with 
Down syndrome and spent many recesses teaching 
her how to tie her shoes.  She also took it upon 
herself to do all the scissor work for a little boy with 
cerebral palsy.  At a young age, she just seemed to 
understand some kids have different needs.  She did 
not run from these children, she embraced them.

My oldest son with hemophilia was always very 
troubled when his younger brother would have a 
bleed.  He said he could “feel his pain” and would 
do all he could to comfort him.  His brother without 
hemophilia was always eager to help.  He would try 
to act as if he were the older brother protecting the 
other two.  They tolerated his behavior only for as 
long as it benefited them.

In many ways, hemophilia has been a gift to my 
family.  I have been blessed with the awesome 
responsibility of rearing four extraordinary children, 
and I believe hemophilia has given them character 
and strength.  They are very funny, able to take 
most things in stride and have grown into confident, 
kind-hearted young adults.

My heart bursts with pride.

Envy - A child may have feelings of envy toward the 
one with the bleeding disorder due to the amount of 
attention that must be given to the child.

Resentment – Extra chores or responsibilities may 
be given to a child when a sibling has a bleed.  They 
may feel they are being penalized for not having a 
bleeding disorder.

Guilt – A child may feel guilty for not having a 
bleeding disorder.  They may also feel guilty if they 
believe they are responsible for causing a bleed.  
Often a child may feel anger toward the sibling and 
then feel guilty for being angry.

Worry – A child may feel afraid for their sibling.  
Confusion and misconceptions about the bleeding 
disorder may cause anxiety about the sibling’s 
future.

Anger – This emotion may arise when plans or 
activities have to be changed or cancelled due to a 
sibling’s bleed.

Over-Protectiveness – Some children may take it 
upon themselves to “guard” their sibling.  Although 
their intentions are well meant, this can be irritating 
to the one with the bleeding disorder and to the rest 
of the family.

Embarrassment – Embarrassment over the sibling 
having to use crutches or a wheelchair may be 
experienced.  This emotion may occur as the child 
reaches the teen years, at which time everything 
about their family seems to embarrass them.

Powerlessness – A child may feel overwhelmed at 
not being able to help their sibling.



Compassion – A child may feel kindness 
and consideration toward their sibling with the 
bleeding disorder.  They may understand and 
feel sympathetic their sibling may not be able to 
participate in certain activities or that they may 
often be in pain.

• Realizing how well your children will respond to a 
situation is reflective of how you are responding.  
When parents come to terms with the bleeding 
disorder and begin to see it as manageable, the 
rest of the family will usually respond in much 
the same way.

• Give your children age appropriate information 
regarding the sibling’s bleeding disorder.  Explain 
what causes a bleed, how to prevent them and 
how to treat the bleeds.  Also explain what 
amount of rough housing with their sibling can 
be tolerated, which activities are safe and which 
are not.

• Listen to and encourage your children to express 
their feelings, even if the feelings are negative.

• Reassure your children they are not at fault for 
their sibling’s medical condition.

• Explain to your child the bleeding disorder is not 
contagious.

• Involve the siblings in the medical process.  
Without overburdening them, allow them to help 
in some way.

• Have a support system in place that will help you 
keep plans in place for the unaffected children.  
Life for the sibling should not be placed on hold 
when the sibling needs medical attention.

• Plan one-on-one time with each child.  Let each 
of your children know you love and appreciate 
them.  Value their opinion and help them not 

feel left out or unimportant.  Explain why the 
child with the disorder must sometimes receive 
more attention.

• Join a support group to discuss your own 
feelings.  Do not burden your child with the job 
of making you feel better.

• Find peer support groups for your children.  
Encourage siblings to attend hemophilia camp if 
siblings are allowed.  Being able to interact with 
other kids in similar situations can help reassure 
your child.

     

• Be an advocate for the entire family.  Do what 
is best for the family rather than what is best, 
most convenient, or most profitable for the 
treatment center.

• Empower and encourage the family to be self-
sufficient and help teach them how to manage 
the bleeding disorder.  Encourage self-reliance.

• Make the siblings feel welcome at the treatment 
center.  Remembering their names and asking 
about them can help them feel valued.

• Listen to all the family members.  Try to identify 
what stresses the family is experiencing and 
then make recommendations to assist them.

• Inform parents about various support groups 
or activities available to the family.  If the 
hemophilia camp in your area includes siblings, 
let the parents know.  
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By Megan Conigliaro

rowing up I was more than happy to be an only child, but at the age of 10½, my little brother Dakota 
came into this world.  I remember being very unhappy about having a little brother; I also remember 
the day we started noticing something was wrong.  When Dakota was 6 months old, we were at the 

beach and saw some very bad bruising, which looked like hand prints on his ribs.  Our mom was horrified; 
she was scared of what the doctor would think when we took him to get checked out.  After many tests, it 

was determined he had hemophilia, severe factor 9.  Not that I 
knew what it meant, but I soon found out.

In the beginning he was just a regular annoying baby, but things 
soon changed when he started being mobile.  It seemed like 
my mom was always taking Dakota to the emergency room.  
My parents tried to keep my life as normal as possible, if that’s 
even possible with a sibling with a bleeding disorder.  Whenever 
Dakota had to be hospitalized, I would stay home with my dad, 
grandparents or aunt, and when I played sports, one of them 
would have to take me to my games and practices.

It was extremely difficult going from being an only child and not 
having to share my parents, to having a brother with a serious 
medical condition that took all my mom’s attention.  We made it 
through those rough, early years and I have a brother I love - I 
mean, how can you not love him?  He gets poked more than a 
pincushion, is able to give himself factor and still maintains a 
“normal” life.  I don’t think I could ever be as strong and brave 
as he is with all he goes through on a daily basis.  I am beyond 
proud of how he handles himself and all he has accomplished.

Being a sibling to someone with severe hemophilia is sometimes 
extremely tough and emotional, but in the end, Dakota is my 
family and I love him more than words can say.  
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By Francis Aracena
 
“Steven!  Time to 
wake up and get ready 
for school, and don’t 
forget your lunch!”  My 
brother will never forget 
his lunch because he 
loves food and can eat 
like a human garbage 
disposal.  Instead of 
forgetting to take his 
lunch, it’s more like 
“Steven! Don’t forget to 
infuse your medicine!”  
Steven is diagnosed 
with severe hemophilia 
A and must prepare and self-infuse his medicine 
in the mornings, every three days.  For the most 
part, he is very independent and in turn, lives 
a happy and healthy life.  As his older sister, I 
ensure he stays on top of things like homework, 
but I also provide moral support and am his 
biggest cheerleader.

Giving my brother the confidence to excel in 
all he does has always been my number one 
mission.  Whether it’s coaching him on how to 
properly execute a power point presentation or 
sitting through numerous piano recitals, I have 
always tried to encourage my brother.  Playing 
contact sports is not recommend for people with 
hemophilia because it can increase bleeds, but 
basketball, swimming and musical instruments 
are great and safer alternatives.  I can remember 
going to his swim lessons and helping him 
develop his skills, while making sure he didn’t 
run around the pool and slip and fall; I can even 
recall further back in time with Steven’s first 
steps, and falls, of course!

Prior to knowing he had hemophilia, my parents 
often believed I had grasped him too strongly 
because of the finger marks left on his skin.  
Steven would bruise often because he did not 
have the factor in his blood.  Thankfully, he was 
able to surpass that stage in his life after our 
family was educated on the disorder.  My parents 
prepared his factor and infused him - now, he 
self-infuses.  I have helped prepare his medicines 
and hope to someday be able to infuse him, but 
I am terrified of needles!  Someday I hope to 
overcome this fear so I can truly be a supportive 
sibling.  To compensate, I have engaged myself 
as co-chair of the Bleeding Disorder Coalition of 
Florida to help bring awareness of hemophilia 
to our state representatives.  This goes to show 
as a sibling, you can try and do your best in any 
way possible to support your family.  I love my 
brother and take pride in being a voice for him in 
the bleeding disorder community.  

By Saige and Teegan Henderson

 When my cousin Lane 
was little, he was the cutest 
thing ever!  When he had just 
turned one, he had staples up 
and down his back from a big 
surgery after a spinal bleed.  
I wanted to help put lotion on 
his staples to help him feel 
better and I always wanted 
to hold him, but I was afraid I 
was going to drop him.

Now Lane is older and 
healed from the spinal 
bleed.  Though he still has 
hemophilia, having a younger 
cousin like him is really 
similar to any other cousin.  
We still get to play at the 
park, wrestle (carefully), 
build with Lego’s, play 
make-believe and play video 
games.  Playing with him 
really isn’t much different 
than with our little brother 
who is about the same age.  
He is 8 now and recently told 

me I couldn’t punch him because he had hemophilia, but 
he could punch me because I don’t!  Lane has a really 
good sense of humor and hemophilia hasn’t changed that!

Teegan: When he hurts, I feel bad for him, but I can make 
us both feel better by giving him ice packs for bleeds, 
telling him jokes, playing and spending time with him.  It 
is really fun to play ‘surgery’ on his stuffed animals with 
his extra port access supplies.  I really like to play with his 
Coban wrap and appreciate it when he has some for me if 
I get hurt too!

Lane has an inhibitor and had special medicine to help 
get rid of it.  His hair started falling out from the medicine 
they gave him…then my uncle shaved his head to match.  
That was really funny!  He needed physical therapy to 
recover from his spinal bleed and for his joints so his 
family got a big swimming pool.  We have a really fun time 
spending time with him in the pool during the summers!

 We both have had the chance to go with 
Lane to clinic visits.  His clinic is so far away we had to 
stay in a hotel.  It is a really spectacular hotel and we got 
to go to the top floor and see the big chandelier.  We went 
swimming in an indoor/outdoor pool where we swam 
between them under a wall!  We even swam outside when 
it was nighttime.

These are fun memories we would have never have had 
if our cousin didn’t have hemophilia.  Hemophilia doesn’t 
bring him down.  He is still a very normal boy.  If only 
grandma knew he wasn’t breakable!  
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“Danny!” my mom 
yelled over the loud 
radio in my room.  
“Danny!” she yelled 
again.  I turned down 
my radio to hear what 
was going on.  My 
mom yelled once more.  
She told me to find my 
brother.  I thought to 
myself, “Another one 
of Danny’s games.”  
I went down to the 
basement - he often 
played there.  I didn’t 
find him so I checked 
the first floor.  All of a 
sudden, Danny popped out from the office.  His head 
was soaked, dripping with water, which flattened his 
hair.  I asked him why his head and hair were wet.  
He said, “I don’t know.”  I told him to go dry off and 
he did.  This kept going on for a week.  Danny kept 
popping out of the office with his head dripping wet.

One day my mom asked my dad to follow my brother.  
When my dad came back, he said he had good 
news and bad news.  My mom asked, “What’s the 
good news?”  My dad replied, “It was flushed.”  A 
strange thought crossed my mind.  My brother was 
dunking his head in the toilet!  My mom said, “What 
will we do about this?”  Just then, my brother came 
in with his head all wet.  He went and dried it off.  
Eventually, he stopped dunking his head.

That wasn’t the only weird thing Danny did.  We 
replaced two toilets because of him.  He used to 
shove things, like toys and videotapes, down the 
toilet where they would get stuck.  We had rented 
a video named “Magic in the Water.”  Danny put the 
video in the toilet and told everyone it was “Magic in 
the Toilet.”  Plumbers had problems.

Danny would run around the house saying he was 
a dog.  He loves dogs, especially Dalmatians.  He 
would do anything for one.  Once, when Danny was 
younger, he thought he was a dog!  He would walk 
on his hands and feet.  He would not talk.  He would 

growl and bark.  For 
two weeks, he would 
bite us.  My mom even 
had to feed him on the 
floor!  Danny always 
thinks he is the boss.  
He tells us to go to our 
room.  He thinks he is 
bigger and older than 
he really is.  He says 
he is 18-years-old.  
Danny is four-years-old 
and is the youngest of 
four kids.

Danny almost died 
when he was born.  

He was premature and was in intensive care for 
fourteen days.  Danny has hemophilia.  Hemophilia is 
a bleeding disorder.  It just means Danny is missing 
a factor that clots his blood when he gets a bruise or 
a cut.  When Danny gets a bruise or a cut, my mom 
takes out the medical supplies.  This includes the 
factor medicine, syringes, butterfly needles, gauze, 
alcohol and a tourniquet.  After that, my mom gives 
Danny a shot.  I am dreadfully scared of shots, but 
Danny doesn’t twitch a bit.

I can’t imagine my life without Danny.  I can’t 
imagine who would wake me up at 5:30 am on a 
Saturday morning.  I can’t imagine who would help 
me make the blueberry muffins everybody loves.  I 
can’t imagine who would say, “Do you want to be 
in my club?” or 
who would be 
my best friend 
one minute and 
my worst enemy 
the next.  After 
coming so close 
to losing him, 
I can’t imagine 
how life would 
be without my 
brother.  Danny 
makes every day 
an adventure.  

   
   By Anna Raquel, age 10
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rowing up in a 
big family, we did 
everything as a 

group.  All six of us are 
competitive swimmers, 
all six of us are Certified 
Lifeguards and all my 
brothers are Eagle 
Scouts.  As a sibling of 
four older brothers with 
severe hemophilia A and 
a younger sister with mild 
hemophilia, I can honestly 
say hemophilia is not an 
issue in our family.

Hemophilia has brought 
so many positives 
into my life and that 
of my family’s.  If it 
wasn’t for hemophilia, 
I most likely would not 
have been involved 
with the sport of 
swimming.  Swimming 
was recommended 
to my family by their 
hematologist.  Any 
form of aquatics 
therapy is great for 
people with bleeding 
disorders because it 
builds strong muscles 
around the joints, and 
can help prevent bleeds and joint damage.  Because 
of the therapeutic benefits, my parents decided to 
put us all in a pool.  Even though it is great for my 
brothers and sister, I think my parents just wanted us 
to do something active and get us all out of the house.  
Thankfully, I fell in love with the sport and my family 
thrived in swimming.

Another positive of growing up with my siblings has 
been the medical exposure.  Early in the mornings 
three times a week, my brothers all infused their factor 
sitting at the kitchen table.  Having been fascinated 
by how much the doctors care for my siblings, the 
constant medical check-ups and needles have become 
second nature to me, and I now want to become a 
doctor.  In serious situations, I am not the one who 
takes care of their condition because they are older 
than me, but if my mom needs me to do something, I 
will.  They take their medicine and that is all they need.

When I was a lot younger, 
my brothers and sister 
would come home from 
their hemophilia visit 
happy with toys in their 
hands and I didn’t get 
anything.  Thankfully, my 
mother started taking me 
with them to the doctor 
and I was able to pick out 
a toy.  The nurses and 
doctor were always nice 
and included me.

My relationship with 
my brothers is as 
normal as can be.  
Growing up with four 
brothers is pretty wild, 
but growing up with 
four older brothers 
with hemophilia is not 
something one hears 
every day.  They are my 
best friends and we are 
super close.  We all used 
to fight and when I was 
little, I did not hold back 
when I punched them 
(whether they deserved 
it or not  - just kidding).  
The most difficult aspect 
of having brothers with 
hemophilia is having 

them leaving.  Since our family is super close it is hard 
to have them all go away to college.  I miss the loud 
house and all the commotion.  Recently, I verbally 
committed to University of California Santa Barbara 
Division 1 swim team.  This is the same swim team 
my brother Mikey is on.  My other brother, Manny, also 
goes to college in Santa Barbara.  I am so excited!

I don’t know a life different than having siblings with 
hemophilia.  All my brothers are older, so essentially 
I was born into this environment, and I love it.  My 
advice to other kids who have siblings with a bleeding 
disorder is to know the medical condition and the 
dangers of bleeding disorders.  Other than that, treat 
them just like another ordinary brother or sister. Most 
of the time, I forget they have this disorder.  I do not 
see them as different.  It is okay to keep them in line.  
They can handle it - LOL!  

By Rachel Forbes

Raphy     Gabriel     Michael      Manny    Rachel     Ariel
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              By Stephanie Rogers

 emophilia has been part of my entire life.  My 
brother has severe hemophilia A, as well as 
my uncle and cousin.  Most recently, my son 

was also diagnosed.  From sister to niece, to cousin 
and now mother, my roles have changed significantly; 
however, I feel my journey has equipped me to 
handle these changes and I pray I am able to prepare 
my three daughters in the same way.

When we were young and my brother needed an 
infusion, my mom kept me very involved in my 
brother’s treatment.  Back then, factor had to be 
slowly mixed and the process took quite a bit more 
time.  My mom would slide her rings onto my 
fingers and as I rolled the factor vials in my palms 
to mix, the rings would click against the glass.  
Whether it was mixing factor, running favors or just 
having questions answered, I never felt slighted 
or ignored because hemophilia was just a part of 
our family life.  Admittedly there were times when 
hemophilia trumped plans or took priority, but there 
were also perks.  We attended events, meetings 
and conferences, which led to some good times and 
fun memories.

The hemophilia community is like no other - its 
roots run deep.  Imagine my surprise when I 
realized the same nurse who saw my brother would 
now be taking care of my son.  As an adult, I look 
at my brother much differently - hemophilia has 
placed a burden on his shoulders - depression, 
blown joints, chronic pain and fused joints are 
just a few.  What he lives with on a daily basis is 

heartbreaking.  I look at my son and am grateful he 
was born during a time when hemophilia treatment 
and outcomes have advanced by leaps and bounds.  
He may never have to deal with a fraction of 
what my brother, cousin or uncle coped with.  My 
son proceeds some of the bravest, strongest, 
courageous men in my life!

Being a sibling taught me compassion at a very 
young age and, better than anything else, prepared 
me to be a mother of a child with hemophilia 
and his siblings.  I am very focused on keeping 
my daughters involved in treatment, education, 
prevention and the future of hemophilia.  An 
element I did not have as a child was a strong 
relationship with God; however, as a mother, my 
faith brings me great comfort and I can look upon 
my son’s hemophilia as opportunity, and even a 
blessing.  Be strong and courageous.  “Do not be 
afraid; do not be discouraged, for the LORD your God 
will be with you wherever you go.” Joshua 1:9.  

By Connie Montgomery Graham

 y siblings are wild and crazy, but resilient.  Life without 
them would be unimaginable.  I believe this stands 
for any person with brothers or sisters regardless of 

whether there is the added dynamic of a bleeding disorder.  
However, my diagnosis of congenital Factor 7 only adds 
to the need for healthy, wholesome relationships with my 
siblings.  The diagnosis of one person in the family affects 
everyone, not just the patient.  Without a doubt, we may 
squabble and not speak for a day or two, but all of us 
would be first to tell you we need each other to survive and 
thrive.  The challenges and frequent struggles that come 
with having a bleeding disorder bring us closer together.  
Our love and care for each other causes us to rise above all 
disagreements and provide support when needed.  

Willett 
(mom)

Myoner 
(caretaker)

Brenda

Connie

Jackie

Bernethio

Alice

Brad Stephanie

www.matrixhealthgroup.com 13Spring 2016 



 family would be boring if everyone were exactly 
alike.  Our family is never dull.  One thing for sure 
 is we look out for each other.  Mom will never 

know the truth about the Jello stains on the ceiling, 
the scratch on her van or who was sneaking out after 
curfew.  We have each other’s backs.  That’s the best 
part of being close in age.  We are all teenagers and 
there is not a little brother or sister to rat us out!  We 
each have a story to tell, and the center of our stories 
will always be each other.

 There are good and bad things about having 
three sisters.  The worst part is the amount of time 
they spend in the bathroom in front of the mirror.  It 
eliminates my long shower time and I cannot nap in the 
shower when they are banging on the door, but overall, 
they are okay.  Mika is older than me by a year and 
a half.  My very first infusion was because she bit me 
when I was in the baby carrier.  Guess who caused my 
second infusion?  You got it!  She rolled me off the bed.  
Having been such an abusive toddler, she surprisingly 
grew up to be a great volunteer in the hemophilia 
community.

Miya is younger than me.  She never caused an 
infusion, but I would guess since she is such a mama’s 
girl, she might cave if mom starts asking for details 
about the van scrape.  Denise is my stepsister who lives 
with us.  She is super cool and my partner in crime.  
Each sister is very different from each other, but they 
all support me greatly.  I have all the females in my 
family wrapped around my finger, so being the only boy 
isn’t all bad!

 I would say I cause the least trouble out of my 
siblings.  Or maybe I just get away with more because 
I am the quietest and least expected of wrongdoing!  
Jordan usually instigates the wild events in our home 
such as the Jello fight through straws. We had so much 
fun, but Jordan didn’t help clean the mess…as always!  
Jordan plays soccer and has to infuse before every 
game.  He is very dedicated to the team and to his 
health.

 Jordan doesn’t get special treatment in our 
family just because he has hemophilia.  He gets special 
treatment because he is the only boy.  He is a charmer 
and gets away with a lot!  Sisters are okay too, but 
there would be less competition for bathroom time if 
I had more brothers.  Mika takes Miya and me to the 
movies and out on girls-night-out. Jordan likes to drive 
me to Chipotle, but I somehow always end up paying 
for his food.  He is tricky like that.

 I think the oldest child is the guinea pig for 
parenting.  I had such strict rules and by the time Miya 
and Denise became teens, mom must have gotten 
tired.  They get away with so much.  They even have 
a later curfew than I had at 16.  Jordan attended a 
bleeding disorder summer camp that allowed siblings 
to attend.  That was a great experience for us each 
year.  We learned to infuse Jordan and met so many 
other sisters who attended camp with their brothers.  I 
am now in the National Youth Leadership Institute and 
attending college for a degree in non-profit organization 
administration, plus a minor in Spanish.  I want to be a 
good example to my younger siblings.

I am sure when we grow up we will gather at the 
holidays and laugh and talk about the days when we 
were young.  Maybe then we will come clean on some 
of the questions mom had regarding mishaps in the 
house.  Or maybe we will just let her keep wondering, 
but we will certainly share the fun stories with our 
children.  I don’t really believe any of us will have four 
kids so close in age, but if we do, they will probably 
have us fooled too!  

Partners in 
 

By Jordan, Miya, Denise and Mika Timura

  Jordan

Denise Mika  Miya    
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By Isabella Luckey
 

hroughout my life, my brothers’ hemophilia 
has had a huge impact on me.  Happiness, 

sadness and worry have coursed through my body 
many times and are common emotions that go 
along with hemophilia.  Though there are many 
reasons to loathe their medical condition, there are 
also many reasons to be grateful.  We have been 
connected with so many wonderful people due 
to hemophilia.  Our family adopted my younger 
brother, Luke, because he has hemophilia.  Without 
hemophilia, we would never have met him.  I 
could not imagine the possibility of him not being 
part of our family.  We have formed a unique bond 
as siblings largely because hemophilia brought us 
together.

My older brother, Jay, has a harder time with his 
hemophilia.  Due to the severity and complication 
of inhibitors, it is not uncommon for him to be in 
the hospital a couple of times a year.  It puts a lot 
of worry on all of us knowing the pain he feels.  It 
makes me sad there are many things he can’t do 
because of his hemophilia; however, his bleeding 
disorder has also helped shape him into the person 
he is today.

We have met many wonderful people within the 
hemophilia community.  I have friends I never would 
have met unless I had gone to Camp Bold Eagle and 
other events through our local hemophilia foundation.  
I have learned how to be an advocate by our many 
experiences.  I had the opportunity to go to our state 
capitol and speak with senators and representatives, 
telling them how hemophilia affects my brothers 
and my family.  Hemophilia has played an enormous 
role in shaping my life.  Though living with it is not 
always easy, it is a part of us.  Because of what we 
have experienced together, I believe we are stronger 
individually, and as a family.  

My
Little 

Brother
(Anonymous)

I look at my brother and wonder if I
Am the one who gave him that big black eye.

My mom says be careful, slow down, hold his hand.
Forget about football, go play in the sand.

It isn’t your fault, try not to worry.
Just keep an eye on him, he is a bit squirrelly!

I don’t mean to hurt him, I love him so much.
Though many times it seems to take just a touch.

It’s hemophilia, his blood just won’t clot.
A bleeding disorder… he gets hurt a lot.

By Paisley Henderson, Age 7 
y family adopted a 
 new big brother for 

me last year and he has 
hemophilia.  My favorite 
part about him is that 
he can beat box.  We 
love to listen to him beat 
box and he is teaching 
us how to do it too.  I 
think it is really cool!  My 
other brother also has 
hemophilia.  He is like 
my BFF brother, he loves 
building Lego’s, playing 
outside and playing video games.  When we play Just 
Dance, he likes to do the lobster dance with me and that is 
really fun.

Even though they have hemophilia, my brothers are still 
really awesome.  They are both very smart and fun to 
play with.  It isn’t any different having a brother with 
hemophilia than a brother without it.  It just means when 
they get hurt, it takes them longer to feel better.  I think 
God can help them to heal.  It makes me sad when they 
have bleeds, but I like to help take care of them until 
they are all better.  I am very excited because I get to 
go with my brothers to hemophilia camp this year and I 
won’t have to miss them while they are gone.  

Paisley
 James

                    Lane  Christian
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s a young girl, I always wanted a sibling.  My 
friends had brothers and sisters, and it seemed 
 like I was the only one without an annoying 

younger sibling tagging along.  Most of my friends 
thought I had “the life” being an only child, but I was 
fixated on sharing it with a sidekick.  Yes I wanted a 
sibling, but more specifically I wanted a brother and 
was quite adamant only a brother would do.  Years flew 
by, I was a teenager and just when I had given up on 
dreaming of being a wiser older sister, I was handed a 
bundle of sweetness just before my 14th birthday.

As the time grew near I could hardly contain my 
joy.  It happened in the very early hours of a crisp 
October morning.  A rushing of nurses, then sounds 
of encouragement, followed by moans, which I knew 
was mom, but sounded somewhat haunting (or maybe 
demonic).  Hearing his first cry through the hospital 
door is a sound I will never forget.  Happy birthday and 
welcome baby Matthew!

At last my prayers were answered and my heart was 
filled with overwhelming joy!  What happened in the 
days to follow though changed everything.  An early 
morning feeding turned our world upside down when 

my mom noticed his blanket was covered in blood.  His 
foot was still bleeding from his earlier heel stick when 
they took blood, but why?  Everything played out in 
slow motion as we waited and waited, confused as to 
why they had taken away my live baby doll of a brother.  
Not knowing what was wrong with him felt tragic.  Then 
the news, “Matthew has hemophilia.”  What!?  I didn’t 
ask for a brother with hemo-what-a?  I felt numb as I 
sat with my mom and listened to her physician explain 
what little she knew of it.  In her hands, the doctor had 
a few pages of information from her college textbook.  
This was her first baby with hemophilia too!

Going home was terrifying.  My parents were noticeably 
worried, but trying to be brave for me.  I already loved 
my sweet little brother more than I thought possible 
and did not fully understand what was wrong with him.  
We held him as if he was breakable, but we worked as 
a family to educate ourselves on everything we needed 
to know and shared it with our extended family.  So 
much to take in, lots of new tricks to not just baby 
proof, but hemo-baby proof our home.  I listened and 
learned; how great there is a local hemophilia chapter 
and a comprehensive clinic nearby to make sure 
Matthew gets the very best of care… and factor costs 

    
By Michelle Stielper

www.matrixhealthgroup.com16 Spring 2016 



how much?  Wow, that’s expensive!  Even at 
my young age, it was clear we needed to get 
educated, connected and most importantly, 
stick together!  When Matthew had his first 
bleed at 3 months old, I felt helpless.  What 
were we to do with a baby who won’t move 
his leg and screams endlessly?  Off to the 
emergency room we went.  We learned fast.

I did all I could to help my parents. I was 
a professional diaper changer, master bath 
facilitator, actress storyteller and all around 
awesome sister.  Coming home from school 
every day and relieving my grandparents 
who had watched him while my parents went 
to work, I was his afternoon and evening 
babysitter.  Matthew was my shadow, my little 
buddy; he was usually on my lap while I did 
homework or on my hip while I made dinner.  I have so 
many fond memories of my brother as a baby and as a 
bruise-covered toddler.  We did everything together and 
I loved all of it, but I hated hemophilia.

Adjusting was difficult.  I understood he had some 
limitations, but thought my mom was crazy for padding 
him up like a little sumo wrestler, and she was even 
crazier for insisting he be on a child leash in case he 
fell down so we could pull him up and save his life.  My 
father and grandmother built and upholstered an entire 
half wall around our living room accessible by a baby 
gate to keep our rough and tumble Matthew away from 
the brick fireplace and TV.  It was a “safe” room where 
he could run and play without fear of injury.  No doubt 
it saved him from countless bleeds, but I thought it 
looked like a padded cell in an insane asylum, and I 
hated hemophilia.

I hated it for so many reasons; I even hated the word 
hemophilia.  Mom changed jobs so she could work 
from a home office as an industry representative and, 
between my brother and her job, I felt like all I heard 
was hemophilia this and hemophilia that.  For me, the 
word was like nails on a chalkboard.  There were times 
being the unaffected one, the older one, the healthy 
one, had me feeling less special.  It seemed my brother 
was on this pedestal where he was so protected, 
watched and coveted.  It was hard to love him and hate 
his hemophilia all at the same time, especially when I 
wanted him to be a boy free of pads and needles and 
limitations.

As we became more active within the hemophilia 
community, some of those negative feelings started 
to lift away.  Meeting others who understood what we 
went through as a family somehow made things easier.  
Volunteering and being involved made me want to 
understand and truly helped me empathize with my 
brother and my parents.  This support encouraged me 
to turn a negative into a positive, and I began to feel 
less alone and more understood.  Going away to college 
was a welcome break from hemophilia, but it was really 
hard to leave behind my little partner in crime.  I have 
a confession… sorry Mom, but when I watched him he 
wore less pads and was never walked around the tiled 

kitchen wearing that child leash.  
But hey, he’s 14 now, and so 
now you know!

In my early 20’s I thought 
with no known family history, 
I wouldn’t have to deal with 
hemophilia my whole life, so 
when I answered a call from 
the genetic counselor with my 
recent labs results, the air left 
my lungs.  I dropped to the 
floor in my college apartment 
and sobbed with disbelief – I’m 
a carrier of severe hemophilia 
B.  Between choked sobs, I 
called my mom and told her I 
didn’t want this and it wasn’t 

fair.  I will never forget that day, and carried the news 
like bricks on my shoulders for years.  It was always in 
the back of my mind and I thought I would never get 
married; who would want to ever have kids with me?  
Thank goodness, I was wrong!  There WAS a guy out 
there for me.  My old high school friend became my 
happily ever after.

From the beginning of our relationship, I was open 
regarding my carrier status and what that could mean 
for our future.  Much to my surprise he reassured me 
again and again this hemophilia thing was something 
he could handle.  Slowly, one by one, brick by brick, 
my load lightened.  We had a fairytale wedding and 
life seemed simple, until to my astonishment, I found 
myself at my first ultrasound.  Never expecting to 
be a mother so soon, life moved in slow motion and 
somehow in fast-forward all at once.  An amniocentesis 
revealed my baby boy did indeed have hemophilia.  
Bring back the bricks and add a few more, because 
surprise, I was diagnosed with mild hemophilia too.  
Life now moved at warp speed preparing for the birth; 
my first dose of factor, ultrasounds every week, doctor 
after doctor, birth plans changing constantly.  I hate 
hemophilia.

After a successful cesarean, I was taken from recovery 
to the NICU.  Still dazed, I was handed my little 
glowworm, Mason.  He was the most beautiful thing I 
had ever seen and I instantly knew what love at first 
sight felt like.  As I looked at him, clarity suddenly 
came barreling through all of my worries and woes.  He 
had my nose, my lips and my round face - traits I share 
with my brother.  Mason is just like us; same face, 
same hemophilia, and I said to myself, “I can do this, 
I HAVE done this…I’ve GOT THIS!”  This is my second 
baby with hemophilia, and suddenly the bricks were 
gone again.

Because of my brother and parents, I am an informed 
and capable hemophilia mom and an awesome big sis!  
These roles are who I am and sure, they are part of my 
life, but they don’t rule it.  I know how to advocate for 
my son, what questions to ask, and which organizations 
are in my corner should I need support.  Because of 
my family, I have many friends and feel inspired to give 

Michelle

Matthew
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back to the community that has given so much to us. 

Through this journey I have learned taking care of myself is just 
as important as taking care of my son.  My diagnosis of a bleeding 
disorder came as another blow to me at first, but quickly validated so 
many unexplained ailments I dealt with my entire life.  In the event of 
an emergency airplane landing, we are told to place an oxygen mask 
on your own face first before helping anyone else.  You can’t be an 
effective caregiver if you don’t take care of yourself.  Managing my 
medical issues help me stay healthy and present so I can make sure 
Mason’s needs are met as well.

I am grateful for the experience of helping raise my little hemo brother.  
He is now a thriving and handsome 6’-3”, 14-year-old.  He was my 
first, my beta test baby.  Don’t get me 
wrong, there are still I-hate-hemophilia-
days, but there are more I-am-so-blessed-
to-have-come-so-far-days.  Thank you, 
hemophilia, for helping me realize my 
inner strength and determination, and 
thank you, Matthew, for letting me practice 
being a hemo mommy on you.  I have 
been by Matthew’s side since his very 
first moments on this earth, and together 
we will show Mason life has far more 
possibilities than limitations.  

By Deanna Alford

  y brother and I are close - at least as close as a 5 and 16-year-
old could be.  I care about him and I know he cares about me.  
My brother Jonathan has severe hemophilia A.  It’s hard having 

a sibling who has hemophilia with all the treatments and bleeding and 
such.  The most difficult aspect is the treatment.  My brother fights every 
time he has to have an infusion.  He’s scared of the needle I think.

It’s difficult to think that should anything happen to him, he could 
possibly not make it if not treated in time.  For example, when he was 
circumcised, he bled for 36 hours and I was really worried he wouldn’t 
be able to come home from the hospital.  Once my mother accidentally 
nicked his skin as she clipped his fingernails - he bled for 8 hours.  I 
worry every time he gets hurt or starts bleeding.  I worry when he goes 
off to school.  I know teachers will look after him, but with so many kids, 
they can’t keep every single one out of harm’s way.  I just worry about 
Jonathan all the time.  When I am home, I try to protect him.  We have 
times when we fight, but at the end of the day, we’re here for each other.  
Through the years, I think our bond will grow even stronger.

With my brother, I have experienced the emotions of fear, worry, 
sadness, relief, and joy.  Fear of the bleeding; worry wondering if he will 
be okay; sadness when he fights his infusions; relief when he’s alright; 
and joy when I get to hold him and know he is okay.

No matter what life throws at you, there’s always a way to get through it.  Not everything is going to be easy.  
You just have to find a way to make it easier for yourself and others.  You have to be strong, brave and calm.  
I just want others who have a bleeding disorder to know it’s okay.  It’s okay to be scared.  It’s okay to cry.  
You are fine.  Stay calm and relax.  Just believe everything will be all right.  

      Jade Sobotka, age 7

“It looks like it hurts him and I feel 
bad that it hurts him.”

Mom says, “Jade is a great assistant 
who puts on her face mask and loves 
to entertain her 2 year-old brother 

Tristan during his infusions.”
Mason & Michelle

www.matrixhealthgroup.com18 Spring 2016 



,

By Kyle Klingmann

  y younger brother, Cody, and I are two years 
 apart.  Having severe hemophilia was very 
 difficult on him, but I thought it was harder 

being the big brother.  When we were young, I knew 
he was different than me, but still could not get a grip 
on what actually caused his bleeds.  Cody would hit 
me, but I could not hit him back… how unfair life was.  
Yes, it was for medical reasons, but to me, I just saw 
he received more attention from our parents.

I went 
through a 
stage where 
I would be 
so mad I 
would punch 
him and then 
deal with my 
punishment.  
Was the 
punishment 
fair to me 
or did I just 
want to have 
a “normal” 
brother to 
play with?  We 
could not do 
many sports 
together 
and if we 
played in the 
neighborhood, 
I had to be 

the protective big brother and keep him safe.  As 
we grew older, I began to understand more about 
bleeds, how much they hurt and how Cody sometimes 
struggled.  We went to many of the educational 
events where I made friends with other people with 
hemophilia and realized they may have something 
different, but a good different.

During Cody’s teenage years, he didn’t want the high 
school kids to know he had a bleeding disorder.  Only 
his close skateboard friends knew about it.  Mom 
would be proud of me if she knew half the situations 
where I’ve protected him and the times I stopped him 
from doing something dangerous. I’m not confessing 
them - what she didn’t find out then, she doesn’t need 
to know now... ha ha.  Cody survived, had fun and will 
be graduating high school soon.  I would never trade 
him for a “normal” brother - our journey has given us, 
and we will always have, a special bond.  

By Peggy Gay

  y son Cody is affected with hemophilia.  His 
 brother, Kyle, is 2 years older and does not have 
 a bleeding disorder.  As often happens when 

a baby is born, much of the attention went to Cody, 
and especially with a bleeding disorder, our attention 
was even more focused.  Initially, Kyle seemed to 
handle the changes well, but soon, he began acting 
out.  It was then we realized we needed to take 
some additional steps to meet Kyle’s needs as well as 
Cody’s.  When we were not taking 
care of bleeds or other hemophilia 
issues, we made a stronger 
attempt to spend special, one-on-
one time with Kyle.

When it came time for infusions, 
we tried to minimize the event and 
not make them such a big issue.  
We explained to Kyle for some 
children, it was just something 
that needs to be done, like 
brushing your teeth.  By receiving 
his infusions, Cody would be able 
to play without getting hurt too 
easily when playing with Kyle and 
other children.

When bleeds did occur, of 
course Cody needed more of 
my attention.  If he had an 
elbow bleed, he would need help 
eating and getting dressed; if 
he experienced a knee or ankle 
bleed, I had to pick him up and 
move him room to room.  These were the times Kyle 
would act out the most.  He would hit Cody and not 
care that he would be punished.  It was obvious Kyle 
was acting out for attention, but he was really hurting 
Cody.  Some of it was Kyle really wanting a brother to 
wrestle and play rough with!  We explained and spoke 
to Kyle over and over again about his behavior, but it 
took some time for the hitting to stop.  While at home 
we had to deal with Kyle acting out, but in public Kyle 
was fiercely protective of Cody.  On the playground 
or where other children were present, Kyle was very 
active in making sure no one injured his brother.

Today, the boys are 18 and 20 years old.  To see them 
together now, no one would ever have guessed how 
we struggled as a family those early years.  When we 
have the opportunity to speak with young families at 
bleeding disorder community events, we share our 
experiences and offer encouragement to others.  

Kyle                       Cody
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I remember being four-years old 
and standing on a blue, car-

shaped bed with my two-year-old 
brother.  A thick rubber helmet 
my mother had bedazzled with 
stickers of cars and dinosaurs sat 
squarely on his head.  A large bin of 
multicolored crayons lay at our feet.  
We stood silently, drawing on all the 
toddler focus we could muster, as 
I carefully inserted a collection of 
crayons into the holes along the top 
of his helmet.

Our parents had recently used 
our weekly family night to discuss 
hemophilia with us.  Though I didn’t 
fully understand what it meant to 
have hemophilia, there was one 
thing I knew for certain - today my 
brother was not a hemophiliac, he 
was a dinosaur.  As soon as I finished his stegosaurus 
spikes, we raced through the house in search of our 
mother knowing our creation would make her smile.  
We found her sitting on the floor folding laundry in 
the living room.  Plopping onto her lap, my brother 

shouted, “Dinosaur, Mommy!”  My 
mother did smile.  These are the 
things I remember about growing 
up with hemophilia.

My parents have always been very 
open and honest with us and I don’t 
remember feeling left out or lost in 
my brother’s bleeding disorder.  We 
were encouraged to ask and discuss 
any questions we might have.  They 
prepared us for the hospital visits, 
the interruption of family plans, 
and even the financial hardships 
everyone in our community has 
experienced at some point or 
another.  Over time, our family 
of eight has become home to 
three children with hemophilia: 
two boys and one girl.  Though 
doctor appointments have tripled 

and the medical treatment in our home is much more 
complicated, our parents make it work.  Even as an 
adult, I still don’t know how they do it.  One thing I do 
know for certain though, hemophilia didn’t take over 
my family; it just became a part of it.  

My relationship with my 
brothers is very close.  If 

I were to lose them, I would 
lose a big part of myself.  They 
mean the world to me and I 
love them very much.  Having 
two brothers with severe 
hemophilia has been quite the 
adventure.  They are always 
up for having fun, though 
they must be more cautious 
to avoid experiencing a bleed.  
Growing up there were things 
I could do, but they could not 
– this was upsetting to me.  Although 
I feel lucky not to have hemophilia, 
there isn’t a day that goes by where 
I don’t want to take their pain or 
trade places with them.  I know other 
siblings feel the same; it is very hard 
to see your loved ones experience 
and struggle with pain.

Growing up with my brothers brought 
me some additional responsibility 
when they were experiencing bleeds 
or had to stay in the hospital.  Though 

they take care of themselves 
now, I always helped care for 
them when they were hurt.  
From cleaning to making food, 
to carrying stuff around for 
them, I always tried to do 
what I could to help.  I think 
this caused me to mature 
faster.  Though we are now 
grown, my brothers know I am 
always here if they need me 
and I would serve them hand 
and foot everyday if needed!

My relationship with my family is 
stronger because of hemophilia.  I 
feel it has taught us to all contribute 
where we can, working together to 
meet and overcome challenges that 
face us.  I encourage all siblings to 
stay close to their brother or sister 
because this is emotional for them 
too.  Sticking together is important 
because in reality, family is the best 
thing we have.  No matter what 
happens, we are all together until      
the end.  

            
By Kyle Wipperman

                      
By Kaylee Score

My brothers, Connor and Tanner

Brett       Kyle         Blake
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                       By Kayla Foran

 hrough my placement 
in foster care, I first 

became introduced not only 
to hemophilia, but also to 
life with younger siblings.  
Though transitioning 
was stressful at times, I 
couldn’t have been more 
blessed than to have 
been matched with the 
wonderful family I have 
now, and my little brother 
Lane is absolutely no 
exception.  For me, having 
a brother with hemophilia 
has proven to be a learning 
experience in more ways 

than one.  Over time, I’ve gained knowledge about the science 
behind hemophilia, the signs and symptoms of bleeding, the 
treatment of it—occasionally mixing FEIBA, and learning about 
advancements at conferences.

Aside from the textbook knowledge, living with Lane has given 
me knowledge in other ways.  It’s been interesting to see 
the changes in perspective we both experienced.  I’ve found 
it increasingly important to look at life in the broadest light 
possible, appreciating small moments.  I find it grounding.  It 
amazes me to see just how many lives my brother has touched, 
and in so many different ways.  I’ve also learned some very 
important life lessons via living with young siblings and I’m 
not just referring to things like, prepare to up your insurance 
coverage when you have children, supervise any small child 
holding a permanent marker, learn to appreciate the abstract 
humor found in cartoons, or prepare to spend an undefined, 
extended amount of time learning about and/or building Legos.

Aside from these things, living with younger siblings is training 
me for the future, and also training my mind and soul.  
Wrestling and developing concoctions is pretty fun, but being 
able to indulge in kid-logical philosophy has proven entertaining 
as well as insightful, and I find myself learning more about 
life with each conversation.  A person has to stay alert with 
children, but the times spent cuddling while watching movies is 
very therapeutic, in my opinion.  I’ve acquired so many positive 
things from being here, with my wonderful family.  Days may 
be stressful, even panic-inducing at times, but there have 
been countless days when I have been brought to tears with 
gratitude and filled to the brim with happiness at being able to 
be a part of every crazy situation.

While there are obviously quite a few factors (pun slightly 
intended) about life with hemophilia that can be frustrating, to 
say the least, there’s a sort of contentment and an appreciation 
to be gained from it as well.  It’s easy to find other stresses 
pretty minor, and a person develops gratitude for the time 
spent with his or her family—time I’ve grown to appreciate very 
much.  My little brother is just amazing and I’m so thankful to 
be given the opportunity to learn from him as well as from my 
other siblings.  My family as a whole is just amazing; in fact, 
they’ve helped show me it truly is a wonderful life.  

Marcy and Emma Foertsch

 y son is 11-years-old, has a wonderful 
 laugh, loves to give hugs and is 

an amazing swimmer.  He also happens 
to have severe hemophilia A with a 
transient inhibitor and is also severely 
developmentally disabled.  His older sister 
Emma is 13, an honor student in advanced 
classes, a classically trained ballerina, and 
loves to shop, ice skate and watch movies 
with friends.

At first glance, you wouldn’t think they 
could have a good relationship, or any 
relationship, but you would be mistaken.  
What strikes me is even though my son 
receives more attention at times his sister 
is aware and accepts it is unfortunately 
necessary.

My daughter shared with me her feeling 
about her brother and hemophilia:

“My brother Andrew is a good kid - funny 
and smart in his own way.  We like to go 
swimming and sometimes he hangs out 
with me – he’s a good listener.  There 
isn’t much about his bleeding disorder 
I don’t know.  I even help with giving 
factor and want to learn how to infuse 
him.  What scares me about hemophilia 
is he can bleed inside.  Even though he 
gets factor through his port, we still have 
to watch over him in case he gets a bleed 
in his arms or legs or hits his head.  Since 
he isn’t really verbal he can’t tell us if 
anything hurts.  Mom and I know him best, 
and I help her watch out for him.

If my brother falls or hits his head, we 
sometimes have to miss fun things.  It isn’t 
very often our plans change, but if he gets 
hurt, we need to take care of him and give 
him his factor right away.  I hope someday 
hemophilia is cured; until then, I will 
always be around to give him a hand.”  
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“Mommy I don’t feel good...
             I think I need an infusion,”
my sister Kelly complained as I pushed in my last few units of 
factor at the kitchen table.  I laughed out loud and reminded 
my sister she did not have hemophilia.  A few weeks later, my 
younger sister Becky informed the family at the dinner table 
she had a headache quite certainly caused by hemophilia.  
Growing up, I honestly never really considered the effect 
my hemophilia had on my sisters.  There were latex glove 
balloons, phenomenal syringe water fights, and when mom 
removed the  needle from one of my butterflies, the best 
games of “doctor” where every stuffed animal in the house 
received an infusion!  There was the annual hemophilia      
picnic at Coney Island and the Christmas party all of us         
so greatly enjoyed.

For some reason, I always assumed those were the things 
my sisters remembered the most.  As an adult, I look back 
and realize I was so wrapped up in dealing with my direct 
experience living with hemophilia, I never considered how 
my sisters must have felt.  Back then, managing my bleeding 
disorder was much more difficult.  I remember causing a 
ruckus by hiding from my mom during infusion time, crying 
loudly through the night during painful bleeds and interrupting 
family plans for unscheduled trips to the hospital.

In retrospect, all of these things surely had a profound impact 
on my sisters.  I asked my sister Becky to reflect and she 
shared, “The thing that I remember most is worrying.  As 
a child, I did not fully understand what it meant to have 
hemophilia.  The extent of my young knowledge 
was that if my brother started bleeding, he 
might not stop and that he had to take medicine 
to make sure that didn’t happen.  I remember 
constant worry that his medicine wouldn’t work, 
that he would start bleeding and not stop.  
Every time he would go to the doctor or the 
hospital I would worry he wouldn’t come home.  
As I got older my concerns changed.  I began to 
worry more about the cost of treatment or how 
he would get insurance coverage.”

I should have realized my condition meant more 
to my sisters than epic syringe water fights and 
latex hand balloons for everyone.  We should 
not forget that the struggle of living with a 
bleeding disorder is a burden everyone in the 
family deals with.  
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By Justin Lindhorst

Kelly Justin
              

            Becky

Becky           Justin                Kelly
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By Don Meyer

In the United States, there are approximately 20,000 people with hemophilia, and many more diagnosed 
with von Willebrand disease.  Many of these people have siblings who do not have a bleeding disorder.  
Brothers and sisters are too important to ignore, if for only these reasons:

• Brothers and sisters will be in the lives of family members with a bleeding disorder longer than anyone.

• Throughout their lives, siblings share many of the 
concerns parents of children with special needs 
experience, including isolation, a need for information, 
guilt, concerns about the future and care giving 
demands.  Brothers and sisters also face issues uniquely 
theirs including resentment, peer issues, embarrassment 
and pressure to achieve.

• Despite the important and life-long roles they will play in 
the lives of their siblings with a bleeding disorder, even 
the most family-friendly agencies and organizations 
often overlook brothers and sisters.  Brothers and sisters 
are often left in the literal and figurative waiting rooms 
and deserve better.  True “family-centered” care and 
services will arrive when siblings are actively included in 
agencies’ functional definition of family.

Considerations and support siblings may want
from parents, other family members, and service 
providers include:

1. The Right to One’s Own Life
Throughout their lives, brothers and sisters may 
play many different roles in the lives of their 
siblings who have a bleeding disorder.  Regardless 
of the contributions they may make, the basic 
right of siblings to their own lives must always 
be remembered.  Parents and service providers 
should not make assumptions about responsibilities 
unaffected siblings may assume without a frank 
and open discussion.  “Nothing about us without 
us”— a phrase popular with self-advocates who have 
health challenges applies to siblings as well.  Self-
determination, after all, is for everyone — including 
brothers and sisters.

2. Acknowledging Siblings’ Concerns 
Like parents, brothers and sisters will experience a 
wide array of often-ambivalent emotions regarding 
the impact of their siblings’ health needs.  These 
feelings should be both expected and acknowledged 
by parents and other family members and service 
providers.  Because most siblings will have the 

longest-lasting relationship with the family member 
who has a bleeding disorder, these concerns will 
change over time.  Parents and providers would be 
wise to learn more about siblings’ life-long and ever-
changing concerns.

3. Expectations for Unaffected Siblings 
Families need to set high expectations for all their 
children.  However, some brothers and sisters 
react to their siblings’ health issues by setting 
unrealistically high expectations for themselves — 
and some feel they must somehow compensate for 
their siblings’ special needs.  Parents can help their 
unaffected children by conveying clear expectations 
and unconditional support.

4. Expect Typical Behaviors From Unaffected 
Siblings
Although difficult for parents to watch, teasing, 
name-calling, arguing and other forms of conflict 
are common among most brothers and sisters, even 
when one has a bleeding disorder.  While parents 
may be appalled at siblings’ harshness toward one 
another, much of this conflict can be a beneficial part 
of normal social development.



A child with hemophilia who grows up with siblings 
with whom he sometimes fights will likely be 
better prepared to face life in the community as 
an adult than a child with hemophilia who grows 
up as an only child.  Regardless of how adaptive 
or developmentally appropriate it might be, typical 
sibling conflict is more likely to result in feelings 
of guilt when one sibling has special health needs.  
When conflict arises, the message sent to many 
brothers and sisters is, “Leave your sibling alone.  
You are bigger, you are stronger, you should know 
better.  It is your job to compromise.”  Unaffected 
siblings deserve a life where they, like other children, 
sometimes misbehave, get angry, and fight with 
their siblings.

5. Expectations for the Family Member 
with a Bleeding Disorder
When families have high expectations for their 
children with a bleeding disorder, everyone will 
benefit.  As adults, unaffected brothers and sisters 
will likely play important roles in the lives of their 
siblings who have a bleeding disorder.  Parents can 
help siblings now by helping their children who have 
hemophilia acquire skills that will allow them to be 
as independent as possible in the role of adults.  To 
the extent possible, parents should have the same 
expectations for the affected child regarding chores 
and personal responsibility as they do for their 
unaffected children.  Similar expectations foster 
independence and will minimize the resentment 
expressed by siblings when there are two sets of 
rules — one for them, and another for their sibs who 
have a bleeding disorder.

6. Opportunities to Meet Peers
For most parents, the thought of “going it alone,” 
raising a child with hemophilia without the benefit 
of knowing another parent in a similar situation 
would be unthinkable.  Yet, this routinely happens to 
brothers and sisters.  Sibshops, online groups such 
as SibNet and SibTeen, offer siblings the common-

sense support and validation parents 
get from Parent-to-Parent programs 
and similar opportunities.  Some 
bleeding disorder summer camps allow 
unaffected siblings to attend.  Brothers 
and sisters, like parents, like to know 
they are not alone with their unique 
joys and concerns.

7. Opportunities to Obtain Information
Throughout their lives, brothers 
and sisters have an ever-changing 
need for information about their 
sibling’s condition, and its treatment 
and implications.  Parents, bleeding 
disorder organizations and service 
providers have an obligation to 
proactively provide siblings with helpful 
information.  Bleeding disorder agencies 
and organizations that represent and 
prepare materials for parents and other 
adults, should prepare materials for 
siblings and young readers as well.

8. Siblings’ Concerns about the Future
Early in life, many brothers and sisters worry about 
what obligations they will have toward their sibling 
in the days to come.  When brothers and sisters 
are given the message early that they have their 
parents’ blessing to pursue their dreams, their future 
involvement with their sibling will be a choice instead 
of an obligation.

9. Including Both Sons and Daughters 
Just as daughters are usually the family members 
who care for aging parents, adult sisters are usually 
the ones who look after the family member with 
health concerns, if the need arises.  Exploration of 
sharing responsibilities among siblings — including 
brothers — should be considered.

10. Communication
While good communication between parents 
and children is always important, it is especially 
important in families where there is a child who 
has chronic health concerns.  An evening course in 
active listening can help improve communication 
among all family members, and books, such as 
How to Talk So Kids Will Listen and Listen So Kids 
Will Talk and Siblings Without Rivalry (both by
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Adele Faber and Elaine 
Mazlich) provide helpful tips on 
communicating with children.

11. One-on-One Time with Parents
Children need to know they are cared 
about as individuals.  When parents 
carve time out of a busy schedule to 
grab a bite at a local burger joint or 
window shop at the mall with their 
child without a bleeding disorder, it 
conveys a message parents are there 
for them as well and provides an 
excellent opportunity to talk about a 
wide range of topics.

12. Celebrate Every Child’s 
Achievements and Milestones
Over the years, we’ve met siblings 
whose parents did not attend their 
high school graduation because they
were unable to leave their child with 
special health needs.  One child’s chronic 
health issues should not overshadow another’s 
achievements and milestones.  Families who 
seek respite resources, strive for flexibility, 
and seek creative solutions can help assure 
the accomplishments of all family members              
are celebrated.

13. The Importance of Perspective
Parents would be wise to remember their 
interpretation of their child’s bleeding disorder will 
be a greater influence on the adaptation of their 
unaffected sibling than the actual bleeding disorder 
itself.  When parents seek support, information and 
respite for themselves, they model resilience and 
healthy attitudes and behaviors for their unaffected 
children.  Parents’ interpretations and reactions to 
their child’s bleeding disorder models behaviors in 
both affected and unaffected children.

14. Include Siblings in the Definition of “Family”
Many educational, health care and social service 
agencies profess a desire to offer family-centered 
services, but continue to overlook the family 
members who will have the longest-lasting 
relationship with the person who has the health 
concerns — the brother and sisters.

15. Actively Reach Out to Brothers and Sisters
Parents, treatment centers and bleeding disorder 
organizations should consider inviting (but not 
requiring) brothers and sisters to attend clinic 
visits, informational community meetings and 
events.  Siblings frequently have legitimate 
questions that can be answered by service 
providers.  Brothers and sisters also have informed 
opinions and perspectives and can make positive 
contributions to the child’s scope of support.

16. Learn More About Life as a Sibling
Anyone interested in families ought to be interested 
in siblings and their concerns.  Parents and 

providers can learn more about “life as a sib” by 
facilitating a Sibshop, hosting a sibling panel, or 
reading books by and about brothers and sisters.  
Guidelines for conducting a sibling panel are 
available from the Sibling Support Project and in 
the Sibshop curriculum.  Visit the Sibling Support 
Project’s website for a bibliography of sibling-
related books.

17. Create Local Programs Specifically for 
Brothers and Sisters
If your community has a Parent-to-Parent Program 
or similar parent support effort, a fair question 
to ask is: why isn’t there a similar effort for the 
brothers and sisters?  Like their parents, brothers 
and sisters benefit from talking with others 
who “get it.”  Sibshops and other programs for 
preschool, school age, teen and adult siblings are 
growing in number.  The Sibling Support Project, 
which maintains a database of over 450 Sibshops 
and other sibling programs, provides training 
and technical assistance on how to create local 
programs for siblings.

18. Include Brothers and Sisters on Advisory
Boards and in Policies Regarding Families
Reserving board seats for siblings will give the 
board a unique, important perspective and reflect 
the agency’s concern for the well-being of brothers 
and sisters.  Developing policies based on the 
important roles played by brothers and sisters will 
help assure their concerns and contributions are a 
part of the organization’s commitment to families.

19. Fund Services for Brothers  and Sisters
No classmate will have a greater impact on the 
social development of a child than brothers and 
sisters.  Siblings have the potential to have a 
tremendous impact on the lives of their brothers 
and sisters with a bleeding disorder.  Brothers and 
sisters will likely be in the lives of their siblings 
longer than anyone, longer than their parents and 



certainly longer than any service provider.  For 
most brothers and sisters, their future and the 
future of their siblings with a bleeding disorder are 
inexorably entwined.  Despite this, there is little 
funding to support projects that will help brothers 
and sisters access the information, skills and 
support they may need throughout their lives.  

About the Sibling Support Project
The Sibling Support Project, believing disabilities, 
illness, and mental health issues affect the lives of all 
family members, seeks to increase the peer support 
and information opportunities for brothers and sisters 
of people with special needs, and to increase parents’ 
and providers’ understanding of sibling issues.  Our 
mission is accomplished by training local service 
providers on how to create Sibshops (lively community-

based for school-age brothers and sisters); hosting 
workshops, online groups, and websites for young and 
adult siblings; and increasing parents’ and providers’ 
awareness of siblings’ unique, life-long, and ever-
changing concerns through workshops, websites, and 
written materials.  Based in Seattle since 1990, the 
Sibling Support Project is a national effort dedicated 
to the interests of over six million brothers and sisters 
of people with special health, mental health and 
developmental needs.

For information about Sibshops, sibling issues, and our 
workshops, online groups and publications, contact: 

Don Meyer Sibling Support Project
6512 23rd Ave. NW #322; Seattle, WA 98117
206-297-6368
www.siblingsupport.org, donmeyer@siblingsupport.org
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By Bonnie Culver

A year ago, I had the pleasure of meeting Don Meyer 
and attending his Sibling Support Project training 
session in Michigan.  The training opened my eyes to 
a need in our community that has been overlooked 
for far too long.  Recently I attended a second 
Sibshop Training in North Carolina and was joined 
by three of my co-workers, Sue Cornaire, Peggy Gay 
and Brad Nolan, who shared the following about the 
experience:

Brad: Being the flawed human that I am, I came 
to the SibShop with the preconceived notion the 
presenter was going to be “touchy-feely” and that 
there may not be a great amount of substance for 
the bleeding disorders community. I was pleasantly 
surprised by the no-nonsense approach of Don 
Meyer.  In short, we all suffer from the human 
condition of having feelings, wants, desires and 
certainly needs. Children, especially under the age of 
14, are just trying to figure out how to understand 
the world around them. For example, a child may 
question, “Is it okay to be mad that my brother got 
a new toy just because he had a bleed?  After all, it’s 
not my fault he has this problem.” They may think, 
“I have been really good, but I didn’t get anything 
except a long wait in the ER that was really boring.    
I didn’t even want to go to the ER.”

Sibshops provides a safe fun and very open 
environment for young siblings to explore their 
thoughts and feelings about their brother or sister 
who has special needs.  It gives siblings a place to 
vent and process those feelings, although they think 
they are having fun playing games.  It is a unique 
environment that we, having been trained, now know 
how to create for other siblings who may benefit 
greatly from participating.  In turn, their special 
needs sibling will most likely benefit as well as the 
entire family. What a great program!

Sue: It was very interesting to learn different ways 
for the kids to talk about the stressors that come 

with having a special needs sibling.  For the most 
part, my children felt it was okay to discuss their 
feelings without any backlash that comes from saying 
something not always nice about a sibling.

Peggy: Many of us with more than one child know 
the unaffected children often feel left out. Sibshops 
are very much needed in our bleeding disorder 
community and I look forward to facilitating a 
Sibshop soon!

If you are interested in learning more about hosting a 
Sibshop session, we can help. Contact any one of our 
four trained Sibshop Facilitators:

Bonnie Culver, Regional Care Coordinator
Michigan – 517-525-4152
bonnie.culver@homecareforthecure.com
 
Brad Nolan, Regional Care Coordinator
North Carolina – 704-806-0970
brad.nolan@homecareforthecure.com

Sue Cornaire, Patient Care Specialist
North Carolina – 919-291-5124
sue.cornaire@homecareforthecure.com
 
Peggy Gay, Regional Care Coordinator
Florida – 864-275-0246
peggy.gay@matrixhealthgroup.com

Sibshop Facilitators Sue Cornaire, Peggy Gay, Bonnie 
Culver and Brad Nolan with Don Meyer (center).
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Answers to puzzles featured on page 43.

1. Child now has 3 bracelets
2. Net is missing
3. Helmet is now 

orange
4. Lanyard and 

nametag are gone
5. T-shirt design is 

missing
6. Colors are 

reversed
7. Pants are now 

long
8. Grey shoes are 

now blue
9. Wire beneath 

feet is gone

6

5
4

3
1

6
8 9

2

621389745
897415362
345627819
263148597
918753624
754962138
439871256
172596483
586234971

574291638
931468572
286735149
142876395
398524761
765319824
427183956
859647213
613952487

“The RED TIE CHALLENGE is a movement created by the bleeding 
disorders community and their advocates at the National Hemophilia 
Foundation (NHF) to start a conversation about inheritable bleeding 
disorders and support March 2016 as the first Bleeding Disorders 
Awareness Month.  The red tie is a symbol of the blood ties that bind 
the bleeding disorders community.”  (redtiechallenge.org)

Matrix Health Group
proudly participated in the

Red Tie Challenge.

Check out a few of our photos!

Feiba
the Fish

Even our pets have taken
the Red Tie Challenge!
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By Terry Rice and Paul Brayshaw

e hear the phrase, “High-touch” often.  
But what does “High-touch” service for 
persons with bleeding disorders or any 

other lifelong chronic condition really mean?  How 
has this term come to change over the years?  A 
simple two-word phrase covering a wide range of 
services, “high-touch” care has come to encompass 
a number of services.  While in the past “high-
touch” was a way for competing pharmacies 
to differentiate their primarily patient-focused 
services, today the term is used to encompass a 
range of services aimed at meeting the needs of 

patient and non-patient healthcare stakeholders 
alike.  Meeting the needs of all healthcare 
stakeholders is a very important aspect to providing 
quality care.  Today, meeting needs of the non-
patient stakeholder has dominated a once patient-
driven industry.  While both have overlapping, often 
complementing needs, when the scales become 
skewed, it is quality patient care that hangs in the 
balance.

In the 70s and 80s, patient self-infusion in the 
home was a revolutionary concept.  Today, home 

therapy seems ordinary and 
standard practice, but back then 
the concept was very different 
and quite innovative.  Typically, 
persons with bleeding disorders 
who were trained to self-infuse 
had to pick up their factor at 
certain outpatient hospital 
pharmacies.  Very few specialty 
pharmacies existed and retail 
pharmacies simply did not 
inventory costly factor products 
used to treat a small handful of 
patients.  At some point in the 
80s, entrepreneurs began to see 
an opportunity to specialize in 
the delivery of factor replacement 
therapy (FRT) directly to patient 
homes.  This alleviated trips 
to those few hospitals with 
outpatient pharmacies.  The 
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concept quickly caught on and the number of 
specialty pharmacy providers grew, creating 
competition.  Competition spurred innovation as 
providers wanted to attract patients.  Patients 
had choice in their specialty pharmacy provider.  
Specialty pharmacies responded to patient needs 
and incorporated value added “high-touch” 
services to improve patient quality of life, while 
differentiating their services from competitors.

Empowered patients and increased competition was 
the birth and evolution of the truly individualized 
“high-touch” service model.  Patients were 
stakeholders in their care.  Unfortunately, the 80s 
and 90s were a time of great suffering as many in 
the community were not only battling the issues 
of having a bleeding disorder, but also medically 
induced infectious diseases resulting from the 
prescribed use of FRT.  In response, specialty 
providers hired patient advocates to help provide 
support while sharing resources and information 
scattered among numerous non-profit organizations 
and government programs.

Many of these advocates were qualified individuals 
who also had a bleeding disorder.  Patients and 
families dealing with chronic illness responded well 
to a single point of contact when accessing their 
specialty pharmacy.  Many felt more comfortable 
interacting with patient care representatives that 
belonged to the community or that they knew 
personally.  The issues, needs and concerns faced 
by patients were essentially the same as those 

faced by patient care representatives.  The ability 
to connect at such a visceral level comforted and 
provided tremendous value to patients being 
served.

Juxtaposition this “high touch” competitive service 
model with today’s dominant distribution model.  
Presently, a few “big box” pharmacies dominate the 
market.  Specialty pharmacies once differentiated 
their services and catered to the needs of patients.  
We now have a marketplace dominated by three 
major providers who vie for exclusive third party 
payer contracts, largely prohibiting patient choice.  
Where once patients were empowered and active 
participants in choosing their provider, they now are 
typically relegated to the role of passive onlooker.

The transition to a distribution model has been 
termed by those directing it as progress, as more 
efficient and as helping to contain cost.  But even 
as the supply of new factor products increase, 
and the number of specialty pharmacy providers 
decrease, the cost of factor replacement therapy 
continues to rise.  All the while patient involvement 
in care is marginalized.  Meeting the needs of all 
healthcare stakeholders is an important aspect 
of providing quality care, but skewing to one 
end of the spectrum takes away from the “high-
touch” model that empowers patients.  Change is 
inevitable, and we can expect the current trend
to continue.  Whether this change is an 
improvement is relative to which end of the needle 
you find yourself.  



1. Alabama Camp Clot Not
June 18-23, 2016
Open to: Boys & 
Girls with a bleeding 
disorder, Carriers
Ages: 6-18
Location: Children’s 
Harbor - Mariner’s Adventure Camp; 
Alexander City, AL
Contact: Amanda Jennings, Consumer 
Relations Manager, 334-478-7822
amandajennings525@gmail.com
Hemophilia & Bleeding Disorders of 
Alabama, Inc., www.hbda.us

1. Alabama Camp Harvest
Family Camp
October 28-30, 2016
Location: Children’s 
Harbor – Harbor Lodge 
Alexander City, AL
Contact: Amanda Jennings, Consumer 
Relations Manager 334-478-7822
amandajennings525@gmail.com
Hemophilia & Bleeding Disorders of 
Alabama, Inc., www.hbda.us

2. Alaska Camp Frozen Chosen
June 20-25, 2016
Open to: Boys & Girls 
with a bleeding disorder 
and their siblings
Location: Sutton, AK
Contact:
John Palmatier, ED
907-212-6711 or
907-343-9232
Colleen Chipman, Camp Director
907-212-6700, Alaska Hemophilia 
Association and the Bleeding Disorder 
Center of AK, alaskahemo@gmail.com

3. Arizona Camp Honor
May 30 – June 4, 2016
Open to: Boys & 
Girls with a bleeding 
disorder, Siblings
Ages: 8-17
Location: Sky Y; Prescott, AZ
Contact: Josh Traulsen, 602-955-3947 
Josh@arizonahemophilia.org
Arizona Hemophilia Association
www.arizonahemophilia.org

3. Arizona Camp Hug
October 21-23, 2016
Open to: AZ families 
with a parent or 
child with a bleeding 
disorder
Ages: All ages
Location: Prescott 
Pines; Prescott, AZ
Contact: Josh Traulsen 602-955-3947
josh@arizonahemophilia.org
Arizona Hemophilia Association
www.arizonahemophilia.org

4. Arkansas Camp Aldersgate
July 31 – August 5, 2016
Open to: Boys & Girls with a bleeding 
disorder, Carriers, Siblings
Ages: 6-16
Location: Little Rock, AR
Contact: Kara Burge, 501-364-5961
burgekb@archildrens.org
Arkansas Center for Bleeding Disorders

2016 Bleeding Disorder Camps Across the Nation!
We continue our tradition of bringing you an extensive list of national bleeding disorders summer camp directory!  

Use this list to identify a camp in your area.  Most camps are directed to children between the ages of seven 
and fourteen years old.  However, many camps also include a junior counselor leadership program, a number of 
camps are open to the entire family and there is even a camp just for adults!
Summertime is quickly approaching, so use this list to develop your camp “game plan.”  Don’t miss out on the fun!  
We try to include every camp across the nation; however, there is the possibility we may have missed one or two.  
Let us know of any camp we failed to list and we’ll be sure to include it next year.  If you are having trouble finding 
a camp in your area, check with your local chapter, hemophilia treatment center or a Matrix Health Group Regional 
Care Coordinator and we will help you locate a camp.
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5. Arkansas Camp Nopokamee
August 3-7, 2016
Open to: Boys 
& Girls with a 
bleeding disorder, 
Carriers, Siblings 
as space permits
Ages: 8-18
Location: C.A. Vines Arkansas 4-H Center
Little Rock, AR
Contact: Angela Dickens, Camp
Co-Director, 479-414-0150
angela.dickens@cvshealth.com or
Angie Clark, Camp Co-Director
405-574-5832, angie1315@wildblue.net

6. California Camp Arroyo Family Camp
January 15-17, 2016
Open to: All family 
members affected by 
a bleeding disorder
Ages: All ages
Location: Camp Arroyo; Livermore, CA
Contact: Patrick Dunlap, ED
510-658-3324
patrick.dunlap@hemofoundation.org
Hemophilia Foundation of Northern CA
www.hemofoundation.org

7. California Camp Blood Brothers
and Sisters
July 15-20, 2016
Open to: Boys 
& Girls with 
a bleeding 
disorder
Ages: 7-16
Ages: 17-18  
Leader in Training Program
Aug. 10-14 Sibling Camp, Ages: 7-16
Location: The Painted Turtle Camp
Lake Hughes, CA
Contact: Michelle Kim Esq., ED
626-765-6656, michelle@hemosocal.org
Hemophilia Foundation of Southern CA
www.hemosocal.org

7. California Inhibitor Family Camp
April 15-18, 2016
Open to: Families with a 
child (age 6-18) with an 
active inhibitor
Location: Painted Turtle 
Camp; Lake Hughes, CA
Contact: Comprehensive
Health Education Services
781-878-8561

     info@inhibitorfamilycamp.org
     www.inhibitorfamilycamp.org

8. California Hemophilia Foundation
of Southern CA Family Retreat
June 3-5, 2016
Open to: Families of boys & girls with a 
bleeding disorder
Ages: All immediate families affected 
by bleeding disorders
Location: Camp Hess Kramer; Malibu, CA
Contact: Michelle Kim Esq., ED
626-765-6656, michelle@hemosocal.org
Hemophilia Foundation of Southern CA
www.hemosocal.org

9. California Camp Hemotion
June 11-18, 2016
Open to: Boys & Girls with a bleeding 
disorder, Siblings
Ages: 7-14
Ages: 15-20 Jr. & Assist. Counselors

Location: Coarsegold, CA
Contact: Patrick Dunlap, ED
510-658-3324
patrick.dunlap@hemofoundation.org
Hemophilia Foundation of Northern CA 
www.hemofoundation.org

10. California Camp Pascucci
June 13-18, 2016
Open to: Boys & Girls with a bleeding 
disorder, Siblings, Carriers
Ages: 7-14, Ages: 15-17 Jr. Counselors
Location: Big Bear, CA
Contact: Nooshin Kosar, Executive 
Director, 619-325-3570
info@hasdc.org, Hemophilia 
Association of San Diego County
www.hasdc.org

11. California HFNC BLeaders
April 8-10, 2016 Annual Retreat  
Open to: Boys & Girls with a bleeding 
disorder, Siblings
Ages: 13-18
Location: Angel Island, Bay Area, CA
Contact: Patrick Dunlap, ED
510-658-3324
patrick.dunlap@hemofoundation.org
Hemophilia Foundation of Northern CA
www.hemofoundation.org

12. California Teen Camp
July 9-12, 2016
Open to: Boys & Girls with a bleeding 
disorder, Siblings, Carriers
Ages: 14-18
Location: Yosemite National Park, CA
Contact: Nooshin Kosar, ED
619-325-3570, info@hasdc.org, 
Hemophilia Association of San Diego 
County, www.hasdc.org

13. Colorado Mile High Camp
July 10-15, 2016
Open to: Boys & Girls with a bleeding 
disorder, Siblings
Ages: 7-17, Siblings - Ages: 7-14
Location: Rocky Mountain Village at 
Easter Seals; Empire, CO

Contact: Amy Board, Camp Director
720-626-1263, info@cohemo.org
Colorado Chapter of the NHF
www.cohemo.org

14. Connecticut Hole in the Wall Gang 
Camp’s Hero’s Journey Program

Adventure-based wilderness 
program in the woods of 
Connecticut
General Sessions: June 17-23, 
June 26-July 2, July 6-12, July 
15-21, July 24-30, 2016

Open to: Campers with hemophilia
Ages: 16-18 (not yet in college)
Sibling Session: August 2-8 
For siblings of campers attending the 
summer camp program or of those 
who attended Hero’s Journey Program
Ages: 16-18 (Not yet in college)
Location: Ashford, CT
Contact: Greg Yeager
860-429-3444 x226
greg.yeager@holeinthewallgang.org
www.holeinthewallgang.org

14. Connecticut Hole in the Wall 
      Gang Camp

General Sessions: June 
17-23, June 26-July 2,
July 15-21, July 24-30, 
Aug. 12-18, 2016
Open to: Boys and Girls 
with bleeding disorders
Ages: 7-15
Location: Ashford, CT
Contact: 860-429-3444
ashford@holeinthewallgang.org
www.holeinthewallgang.org

15. Florida Camp Spirit
June 26 – July 1, 2016
Open to: Boys & Girls with a bleeding 
disorder
Ages: 7-16
October 7-9, 2016 
Family Retreat
Open to: Bleeding 
Disorder Families
Location: Camp Boggy Creek; Eustis, FL
Contact: Fran Haynes, ED
800-293-6527, info@hemophiliaflorida.org
Hemophilia Foundation of Greater FL 
www.hemophiliaflorida.org
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By Craig Ziegler

I have been involved with the Bleeding Disorders 
Alliance of Illinois’ Camp Warren Jyrch since 1997 and 
a camp counselor for 14 years of those years.  This is 
rather odd since I don’t like camping - I despise dirt 
and insects, and prefer sterile surroundings.  However, 
there are many reasons why I continue to volunteer at 
the Illinois bleeding disorder camp.

The first words that come to mind when I think of 
Camp Warren Jyrch are family and support.  The 
amazing campers, staff and medical personnel that are 
part of this organization are more than my friends – 
they are family.  I have never been a part of a group of 
people that is more supportive of one another or more 
passionate about giving their time in the service of 
others.  

The campers and families I have had the privilege to 
meet over the years have shown an incredible amount 
of strength and courage in supporting their loved ones 
with bleeding disorders.  It is for this reason I do my 
very best to uphold the Camp Warren Jyrch mission of 
facilitating “the personal development of children in the 
Illinois Bleeding Disorders Community and to provide a 
safe and fun environment.”

I know it can be difficult for families coping with a 
bleeding disorder.  Camp Warren Jyrch provides much 
needed support and teaches children how to take 
control of their bleeding disorder.  I truly believe Camp 
Warren Jyrch’s impact goes beyond the week of camp.  
The sense of community for the campers and their 
families last a lifetime.

Often when I tell people outside the community about 
my work at Camp Warren Jyrch, they tell me it is great 
I am volunteering my time and making a difference in 
the lives of the campers.  What people fail to recognize 
is the impact it has on my life and the other counselors 
and staff who volunteer.

The campers are the driving force behind what makes 
Camp Warren Jyrch so special.  We are here for them 
and work tirelessly all week long to make camp a 
positive and memorable experience.  But I am also here 
for the support and love this community gives to me.  
I come home after every summer feeling physically, 
mentally, and emotionally exhausted, but it is always 
worth it.

Since 1997, many campers have come through Camp 
Warren Jyrch.  Some have gone off to college and 
started careers and families of their own.  It makes me 
happy to think camp may have played a role in helping 
them manage their bleeding disorder and improve 
their quality of life.  It may have also assisted them 
with building their self-confidence and forming lasting 
relationships within the bleeding disorder community. 

For all of these reasons, I look forward to serving the 
campers at Warren Jyrch for many years to come.  

     



16. Georgia Camp Wannaklot
July 3-8, 2016
Open to: Boys & Girls with a bleeding 
disorder

Ages: 7-12 Junior Camp
Ages: 13-17 Teen Camp
Location: Rutledge, GA
Contact: Kim Williams
770-518-8272
kawilliams@hog.org
Hemophilia of Georgia 
www.hog.org

17. Hawaii Family Camp Koko Ohana
Aug. 19-21, 2016 
Open to: Families 
of children with a 
bleeding disorder
Ages: All ages
Location: TBD 
Oahu, HI
Contact: Dawn Rotellini, 412-327-1923
drotel@hemophilia.org
NHF Hawaii Chapter

18. Idaho Camp Red Sunrise
June 23-25, 2016
Open to: Families 
affected by a bleeding 
disorder
Ages: All Ages
Location: Sawtooth 
Methodist Camp; Fairfield, ID
Contact: Marlyn Walker, 208-344-4476
mwalker@hemophilia.org
Idaho Chapter of NHF
www.idahoblood.org

19. Illinois Camp Warren Jyrch
August 7-13, 2016
Open to: Boys 
& Girls with a 
bleeding disorder 
or diagnosed 
carrier status
Ages: 7-17
Location: Camp Benson
Mount Carroll, IL
Contact: Lily Schwartz, 312-427-1495
lschwartz@bdai.org, Bleeding 
Disorders Alliance IL, www.bdai.org

20. Illinois Marcus McClure Family 
Camp Weekend
June 3-5, 2016
Open to: Families of children with a 
bleeding disorder, ages 6-10, who 
have not yet attended summer camp
Location: TimberPointe Outdoor 
Center; Hudson, IL
Contact: Lily Schwartz, 312-427-1495
lschwartz@bdai.org, Bleeding 
Disorders Alliance IL, www.bdai.org

21. Indiana Camp Brave Eagle
June 12-17, 2016
Open to: Boys & 
Girls with a bleeding 
disorder, Siblings, 

Carriers
Ages: 7-16
Location: 
North 
Webster, IN
Contact: 
Angel 
Couch, 
Community 
Outreach 

Coordinator, 800-241-2873
acouch@hoii.org
www.campbraveeagle.org
Hemophilia of IN, Inc., www.hoii.org

21. Indiana Doug Thompson Teen 
Leadership Camp
A Traveling Adventure Camp
July 11-15, 2016
Open to: 
Young men 
with bleeding 
disorders
Ages: 14-18
Location: TBD
Contact: Angel Couch, Community 
Outreach Coordinator 
800-241-2873, acouch@hoii.org
www.campbraveeagle.org
Hemophilia of IN, Inc., www.hoii.org

 

22. Indiana Camp Independence
July 24-29, 2016

Open to: Boys & Girls with 
hematological disorders
Ages: 8-18
Location: Bradford Woods; 
Martinsville, IN
Contact: Andrew Harner, 
LCSW
317-944-0115

         aharner@iuhealth.org

23. Iowa Bleeding Disorder Summer
Camp at Camp Tanager
June 26 – July 1, 2016
Open to: Boys & Girls 
with a bleeding disorder 
and one guest per family
Ages: 6-17
Location: Mt Vernon, IA
Contact: Hemophilia of Iowa, Inc. 
319-393-4007, hemophiliaofiowa.org 
or Michelle Krantz, RN, BAN
319-356-2890
michelle-krantz@uiowa.edu or
Karla Watkinson, RN, 319-356-4271
karla-watkinson@uiowa.edu
Iowa Hemophilia & Thrombosis Center

23. Iowa Family Camp at Camp 
Tanager
August 13-14, 2016
Open to: Families with a child who has 
a bleeding disorder (ages 3-6)
Location: Cedar Rapids, IA
Contact: Hemophilia of Iowa, Inc., 
319-393-4007, hemophiliaofiowa.org 
or Michelle Krantz, RN, BAN
319-356-2890
michelle-krantz@uiowa.edu or
Karla Watkinson, RN
319-356-4271
karla-watkinson@uiowa.edu
Iowa Hemophilia & Thrombosis Center

24. Kentucky Camp Discovery

July 10-14, 2016
Open to: Boys & 
Girls with a bleeding 
disorder, Siblings; Teens
Ages: 7-15
Ages: 16-18 Counselors in Training
Location: Cedar Ridge Camp
Louisville, KY
Contact: Ursela Kamala, ED
502-456-3233, Kentucky Hemophilia 
Foundation, info@kyhemo.org

25. Kentucky Center for
Courageous Kids
June 4-9, 2016
Open to: Boys & 
Girls with a bleeding 
disorder (Hemophilia, 
vWD, ITP, SCA)
Ages: 7-15
Location: Center for 
Courageous Kids; Scottsville, KY
Contact: 270-618-2912
jayelynn@courageouskids.org
www.courageouskids.org
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26. Louisiana Camp Globe Clotters
July 11-15, 2016
Open to: Boys & Girls with a bleeding 
disorder and their siblings (as space  
is available)
Ages: 7-16
Location: Camp Ketari; Ponchatoula, LA
Contact: Erica Simpson, director@
lahemo.org or Crystal Meshell, 
admin@lahemo.org, 225-291-1675
www.lahemo.org

27. Michigan Camp Bold Eagle
Session I: July 10-14, 2016 Ages 6-10
Session II: July 16-23 Ages 10-13
Open to: Boys & Girls with a bleeding 
disorder
Location: Holton, MI
Contact: Tim Wicks, 734-544-0015
twicks@hfmich.org, Hemophilia 
Foundation of MI, www.hfmich.org

27. Michigan Eagle Outpost 
Traveling Camp
July 31–Aug. 6, 2016
Open to: Boys & 
Girls with a bleeding 
disorder
Ages: 14-15
Location: Throughout Michigan
Contact: Tim Wicks, 734-544-0015
twicks@hfmich.org, Hemophilia 
Foundation of MI, www.hfmich.org

28. Michigan Eagle Expedition
Aug. 9-17, 2016
Open to: Youth from MI, IN, OH, WI
Ages: 16+
Location: Northern California
Contact: Tim Wicks, 734-544-0015
twicks@hfmich.org, Hemophilia 
Foundation of MI, www.hfmich.org

29. Minnesota Camp 
Courage North
July 10-15, 2016
Open to: Boys & Girls 
with a bleeding disorder
Ages: 8-17
Location: Courage North 
Lake George, MN
Contact: Jim Paist, ED 
651-406-8655
info@hfmd.org
Hemophilia Foundation of Minnesota/
Dakotas, www.hfmd.org

30. Mississippi Camp Lake Stephens
June 6-11, 2016
Open to: Boys 
with a bleeding 
disorder
Ages: 7-14
Location: Oxford, MS
Contact: Rachel Henderson or Monica 
Price, 601-984-2710
rhenderson@umc.edu

31. Missouri Camp Notaclotamongus
June 8-11, 2016
Open to: Boys & Girls with a bleeding 
disorder
Ages: 7-17
Location: Imperial, MO
Contact: Bridget Tyrey
314-482-5973
info@gatewayhemophilia.org
www.gatewayhemophilia.org

32. Missouri Camp H.A.W.C.
Camp for Adults
September 2-4, 2016
Open To: Adults 18+
   Location: Potosi, MO
   Contact: Jenny Massey
   618-806-1801
   wwwcamphawc.org

33. Missouri MHA Wilderness Camp
Aug. 1-5, 2016
Open To: 
Boys & 
Girls with 
a bleeding 
disorder
Ages: 7-17
Location: 
Excelsior 
Springs, MO
Contact: Andrew Wilson, Camp Health 
Center Director, 816-302-6869, 
aswilson@cmh.edu or
Mark Cox, ED, 816-479-5900
Midwest Hemophilia Association
www.midwesthemophilia.org

34. Montana/Wyoming Big Sky 
Family Camp
July 29-31, 2016
Open to: Families 
or caregivers 
managing a 
bleeding disorder
Location: Flathead 
Methodist Camp
Rollins, MT
Contact: Brad Benne ED
406-586-4050, brad@rmhbda.org
Rocky Mountain Hemophilia and 
Bleeding Disorders Association
www.rmhbda.org

35. Nebraska Camp CoHoLo
July 24-27, 2016
Ages: 6-11 
July 27-31, 2016
Ages: 12-17 
Open to Boys & Girls 
impacted by cancer 
or blood disorders
Location: Eastern Nebraska 4-H Center 
Gretna, NE
Contact: Anisa Hoie, RN, 402-955-3950
ahoie@childrensomaha.org
www.campcoholo.com

36. Nevada Camp Independent Firefly
Aug. 16-20, 2016
Open to: Boys & Girls 
living in Nevada with 
a bleeding disorder, 
Siblings
Ages: 7-17
Ages: 16-17 Leaders 
in Training
Location: Camp Whittle; Big Bear, CA
Contact: Anne McGuire, 702-564-4368
amcguire@hemophilia.org, Nevada 
Chapter of the NHF, www.hfnv.org

37. New England Hemophilia 
Association 24th Annual Family 
Camp
July 6-9, 2016
Open to: Families with a bleeding 
disorder living in New England
Location: Geneva Point Center; 
Moultonborough, NH
Contact: Heather Case, Program 
Director, 781-326-7645
hcase@newenglandhemophilia.org
New England Hemophilia Association
www.newenglandhemophilia.org

38. New Mexico Camp 
Sangre Valiente
June 27–July 2, 2016
Open to: Boys and girls 
with a bleeding disorder 
in their family
Ages: 7-17
Location: Fort Lonetree; Capitan, NM
Contact: Rose Lopez, 505-400-7081
rose.lopez@sangredeoro.org
Sangre de Oro, Inc.
Bleeding Disorders Foundation of NM

39. New York Camp High Hopes
July 24-30, 2016
Open to: Boys with 
a bleeding disorder, 
their male siblings and 
male family members 
of women with a 
bleeding disorder
Ages: 7-17
Location: Lowville, NY
Contact: Matt Palmeri,
Camp Co-Director, 404-725-7693
badlands056@gmail.com
www.camphighhopes.org

39. New York Camp Little Oak
July 31-Aug. 6, 2016
Open to: Girls with 
a bleeding disorder, 
Carriers, Sisters of 
boys with a bleeding 
disorder

Ages: 7-17
Location: Lowville, NY
Contact: Hope Woodcock-Ross, Health 
Director, 607-222-8412
hope-mw@hotmail.com
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40. New York BDAN Family Camp
Oct. 8-10, 2016
Open to: Families 
and Adults with a 
bleeding disorder
Location: Aldersgate Camp and 
Retreat Center; Greig, NY
Contact: Bob Graham, 315-396-2944
bobgraham04@msn.com
www.bdaninc.org

41. New York Double H Ranch
Session I: June 23-28
Session II: July 1-6
Session III: July 9-14
Session IV: July 18-23
Session V: July 26-31
Session VI: Aug. 3-8
Session VII: Aug.11-16, 2016
Open to: General Sessions for Boys 
and Girls with bleeding disorders
Ages: 6-16
Location: Lake Luzerne, NY
Contact: Tara Bogucki
518-696-5676 x222
tbogucki@doublehranch.org
www.doublehranch.org

42. North Carolina Camp Carefree
July 24-30, 2016
Open to: Boys 
& Girls with a 
bleeding disorder
Ages: 6-16

June 19-25 - Well siblings of a 
chronically ill child
July 17-23 - Well children with a 
chronically ill parent
Location: Stokesdale, NC
Contact: Lynne Tuttle, 336-427-0966
carefreedirectors@gmail.com
www.campcarefree.org

43. North Carolina
Camp Rainbow
June 12-18, 2016
Open to: Boys 
& Girls with a 
bleeding disorder 
treated by the 
Brody School of 
Medicine at East 
Carolina University
Ages: Kindergarten to 18 years old
Location: Camp Don-Lee Neuse River 
near Arapahoe, NC
Contact: Jacquelyn P. Sauls, MS, CCLS 
252-744-4102 or 252-744-3304
saulsj@ecu.edu

44. North Carolina Victory Junction
June 12-16, 2016
Open to: Boys & Girls
with a bleeding disorder
Ages: 6-16
Location: Victory Junction
Randleman, NC
Contact: Amy Jo Nicholson 
(boys), 336-495-2038
amyjo@victoryjunction.org
Kim Cochran (girls), 336-495-2017
kcochran@victoryjunction.org
www.victoryjunction.org

44. North Carolina
Inhibitor Family Camp
Oct. 17-10, 2016
Open to: Families with a 
child, age 6-18, with an active inhibitor
Location: Victory Junction Randleman, NC
Contact: 781-878-8561
info@inhibitorfamilycamp.org
Comprehensive Health Education 
Services, www.inhibitorfamilycamp.org

45. Ohio Flying Horse Farms
June 26-July 1, 2016
July 18-23
Open to: Hematology 
and Oncology patients
Ages: 8-15
Aug.   7-12 Sibling Camp
Open to: Siblings of 
children with diagnoses
Ages: 8-15
Family Camps: April 1-3, April 15-17, 
April 29-May 1, May 13-15, Sept. 16-18, 
Sept. 30-Oct. 2, Oct. 21-23, Nov. 4-6
Location: Mt. Gilead, OH
Contact: Olivia Miller, 419-751-7047
olivia@flyinghorsefarms.org
www.flyinghorsefarms.org

46. Ohio Camp Njoyitall
July 17-22, 2016
Ages 13-18
July 24-29 - Ages 7-12
Open to: Current patients 
of the Cancer and Blood 
Diseases Institute at Cincinnati 
Children’s Hospital Medical Center
Location: Camp Joy; Clarksville, OH
Contact: Karen Martin, Camp Director 
or Heather Binning, Administrative 
Asst., 513-636-6569 (NJOY)
cbdi.camp@cchmc.org

47. Oklahoma Camp Independence

June 27 – July 1, 2016
Open to: Boys & Girls with a bleeding 
disorder, Siblings
Ages: 7-17
Location: Camp Bond; Tishomingo, OK
Contact: Bob Goodley, 405-463-6634 
www.okhemophilia.org

48. Oregon Camp Tapawingo
Aug. 7-13, 2016
Open to: Boys & Girls with a bleeding 
disorder, Siblings

Ages: 7-15
Ages: 16-17 Counselors 
in Training
Location: Falls City, OR
Contact: Madonna McGuire Smith 
Hemophilia Foundation of Oregon 
541-753-0730
madonna@hemophiliaoregon.org

49. Eastern Pennsylvania Chapter 
Family Camp at Camp Kweebec
Sept. 23-25, 2016
Open to: Families affected by a 
bleeding disorder in Eastern PA
Location: Camp Kweebec
Schwenksville, PA
Contact: Lindsay Frei, 215-393-3611
Eastern Pennsylvania Chapter of NHF
lindsayf@hemophiliasupport.org
www.hemophiliasupport.org

50. Pennsylvania Camp Hot-To-Clot
Aug. 7-13, 2016
Open to: Boys & Girls with 
a bleeding disorder, Siblings
Ages: 7-17
Ages: 15-17 Leaders-in-
Training Program
Location: YMCA Camp   
Kon-O-Kwee; Fombell, PA
Contact: Diane Standish  
412-209-7286

Hemophilia Center of Western PA
dstandish@itxm.org

51. Pennsylvania Camp
Dragonfly Forest
Aug. 5-10, 2016
Open to: Boys & Girls 
with a bleeding disorder
Ages: 7-14
July 21-26, July 29–Aug. 3
Aug. 5-10, Teen Leadership Program
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Ages: 15-16
Location: YMCA Camp Speers in 
Pocono Mountains; Dingmans Ferry, PA
Contact: Kristin McMaster
610-298-1820
kristin@dragonflyforest.org
www.dragonflyforest.org

52. Tennessee Camp Freedom
July 9-15, 2016
Open to: Boys & Girls with a bleeding 
disorder and carriers
Ages: 7-15
Ages 16-17 Leaders-in-Training

Location: Brandon 
Springs Group Center 
Dover, TN
Contact: Tennessee 
Hemophilia and Bleeding 
Disorders Foundation

615-900-1486, www.thbdf.org

53. Texas Camp Ailihpomeh
July 10-15, 2016
Open to: Boys with 
bleeding disorders
Ages: 7-14
Ages: 15-17 Leadership 
Program
Location: Camp John Marc; Meridian, TX
Contact: Ali Hankins, MSSW, LMSW, 
Camp Director, 682-885-1311
ali.hankins@cookchildrens.org

54. Texas Camp United Hands
July 10-15, 2016
Open to: Boys & Girls affected by a 
bleeding disorder
Ages: 7-17
Location: Carlsbad, NM
Contact: Yolanda Ortiz, 915-859-6688
yortiz.hoep@gmail.com
Hemophilia Outreach El Paso
www.hemoelp.org

55. Utah Camp Valor
August 1-4, 2016
Open to: Children 
with a bleeding 
disorder & carriers 
Ages 8-13
Ages 10-11 Siblings of children with 
bleeding disorder and children of 
affected parents
Location: Camp Wapiti; Tooele, UT
Contact: Scott Muir
smuir@hemophiliautah.org 
or Jan Western, 801-484-0325
western@hemophiliautah.org
Utah Hemophilia Foundation
www.hemophiliautah.org

56. Virginia Camp Youngblood
July 24-29, 2016 Summer Camp
Open to: Boys and Girls with a 
bleeding disorder, Siblings, living in VA
Ages: 7-17
May 20-22, 2016 Family Camp
Location: Camp Holiday Trails
Charlottesville, VA
Contact: Camp Holiday Trails
434-977-3781
www.campholidaytrails.org
800-266-8438
info@vahemophilia.org

57. Washington Camp I-VY
August 1-5, 2016
Open to: Children affected by a 
bleeding disorder and their siblings
Location:
Camp Huston
Gold Bar, WA
Contact: Luke 
Phifer, Camp 
Director
206-533-1660
general@bdfwa.org
Bleeding Disorder Foundation of 
Washington, www.bdfwa.org

58. West Virginia Camp HemoVon
June 13-17, 2016
Open to: Boys & Girls with a bleeding 
disorder
Ages: 7-16
Location: 
Camp Twin 
Creeks
Marlinton, WV
Contact: Anita Graham, 304-293-1205 
agraham@hsc.wvu.edu

59. Wisconsin Camp Klotty Pine
August 6-11, 2016
Open to: Boys & 
Girls with a bleeding 
disorder or diagnosed 
carrier status
Ages: 7-15 (Age 
exceptions made on a 
case-by-case basis)
Location:
Wautoma, WI
Contact: Karin Koppen
414-937-6782

Great Lakes Hemophilia Foundation
kdaniels@glhf.org, www.glhf.org

 went to camp for the first time last year when I was 7 years 
old.  The very best thing I got to do at camp was hang out 
with friends who have hemophilia like me.  I made three 

new best friends at camp! I liked the way the huge clinic at the 
camp looked.  I got to go fishing and caught 7 rainbow trout 
in a net at one time! I think I went fishing 10 times!  I think 
I ate 3 pizzas all by myself!  My personal counselor put bait 
on my fishing rod and I caught a fish.  She accidentally hurt 
him trying to get him off the hook off and I made her kiss him 
twice!  A teenage boy was going to let me poke him with his 
needle but I was too afraid.  I also met another big teenage 
boy and he liked pushing me in my wheelchair too.  It’s not 
always fun being the only one in a wheelchair but at camp lots 
of kids wanted to get to be the one to push me and made me 
feel special.  They also had fun playing in my wheelchair and with my crutches 

and I liked that they didn’t think bad of me because I needed those things when I had such a bad ankle 
bleed while I was there.  We did lots of other fun things like swimming, hiking, sing along songs, and playing 
instruments like the ukulele, electric guitar and even bongos!  It was so much fun that I will definitely go 
again this year and I am excited I get to take my new big brother!  

By Lane, age 7
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New Jersey
Richard Vogel
Along with Emergent BioSolutions, 
Matrix Health Group hosted an 
Educational Dinner on January 
31st at Forno’s of Spain in Newark.  
Forno’s is a bustling Spanish/Portuguese restaurant in 
the Ironbound district known for its steak and seafood.  
Over 25 community members and caregivers attended 
the event, held in a private room of the restaurant.

The hour long unbranded presentation on Rebuilding 
the Body with Diet was very informative and 
interactive.  We learned that by understanding the 
components of food, you not only help balance a plate, 
but an entire day’s nutrition.  We were shown how 
specific patterns in diet might impact areas affected by 
hemophilia.  A healthy diet can be fun and affordable, 
and help build a strong, resilient body.

The presentation was given by Kevin Harris, a 
community member who shared with us that he 
averaged 20 bleeds a year before he was conscientious 
of his eating habits.  This past year, he went 11 months 
without a bleed.  Armed with this knowledge, I know I 
will be personally more conscientious of my diet from 
now on!

Maryland
Terry Stone
When the members of the Hemophilia 
Foundation of Maryland come together, 
the only word that best describes the experience is...
Beautiful!  On a cool winter’s night in the heart of 
Baltimore, the Four Seasons Hotel in Charm City rolled 
out the welcome mat on Saturday evening, February 
6th, as families arrived for HFM’s Annual Meeting; 
kicking off 2016 beautifully!

There was a flurry of activity in the atrium where 
countless industry exhibits and representatives were 
at the ready to greet attendees and share information 
and newsworthy updates from their companies.  Factor 
Support Network’s Paul Brayshaw and I, both Care 

Coordinators, enjoyed quality time visiting 
with everyone who stopped by the booth.  
Of course we shared news of the exciting 
growth of our Matrix Family of Companies 
and the personal care Paul and I offer so 
naturally, but we also talked football as the 
next day was the big game…Super Bowl!  
Go Ravens…oh wait, that’s wrong.  Well 
maybe next year!

Children of all ages had their own “crib” to hang 
out while their parental units attended the evening 
program.  There were trikes and bikes, video games, 
arts & crafts, and lots of laughs!  Executive Director 
Emma Miller and her trusty sidekick, Jamie Edwards, 
made it their business to ensure EVERYONE’S needs 
were met and that a beautiful time was had by all.

Dinner was served buffet style while Chapter President 
Harvey Gates conducted the chapter’s annual business 
docket.  The many events and accomplishments of 
2015 were celebrated, the quorum voted in new board 
members, and everyone was treated to a glimpse of 
the exciting year ahead rich with educational programs, 
activities for families, and many “let’s have a blast while 
we fundraise” events.  Congratulations for another 
beautiful gathering of beautiful people, in a beautiful 
city, with a beautiful chapter!

Nevada
Kelly Gonzalez
The sixth of February was full of activities 
in Las Vegas as the Nevada Chapter of the 
Hemophilia Foundation, Factor Support 
Network and HTC of Nevada presented a 
series titled What Can Your HTC Do For 
You?  to 125 patients and family members.  Held 
at the Renaissance Hotel and Conference Center a 
quarter-mile from the Las Vegas Strip, the Education 
Day provided an introduction to the HTC of Nevada’s 
comprehensive care program.

Participants rotated through the program in 15-minute 
breakout sessions, which included making homemade 

  Matrix
 on the Move!
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ice packs with Nurse 
Practitioner Amber and 
Physical Therapist Arianna; 
Basics and Healthy Living with 
Physical Therapist McKenzie; 
Preparing for Life Changes 
and Travel presented by 
nurses, Becki and JR; and 
Getting Help by Social Worker 

Jay.  Another session, Scoring Three at the HTC with 
Jennifer and Kelly discussed the relationship between 
the HTC’s 340B program and Factor Support Network, 
the contract pharmacy, and the services made possible.  
FSN is honored to participate in events that serve to 
educate and inform our community.  This well-attended 
event will repeat in various parts of the state in the 
near future.

Ohio
Rania Salem and Eric Lambing
The Great Wolf Lodge in Cincinnati was 
the setting for a wonderful Educational 
Weekend February 6-7.  Family and friends of the 
Tri-State Bleeding Disorder Foundation (TSBDF) 
joined for a weekend of educational sessions and 
community camaraderie.  Exciting sessions included 
the highly sought after Ask the Docs with Drs. Gruppo 
and Tarango of Cincinnati Children’s’ Hospital.  They 
answered many burning questions from the audience, 
including information on new factor products, where 
hemophilia has been, and where it is going.

Other great sessions included discussions with Baxalta, 
Biogen and CSL Behring, and Healthy Back Tips and 
Tricks by Scott Daniels, Physical Therapist.  While 
parents attended sessions, children were divided by 
age groups and offered age-appropriate sessions.  In 
addition to topics presented by teacher Mega McKee, 
5-8 and 9-12 year olds learned about dental care and 
healthy eating.

Teenagers were fortunate to 
have a panel of older patients 
with a bleeding disorders 
share their stories.  They also 
had an opportunity to meet 
with genetics counselors and 
physical therapists, and attend 
a Pfizer program Getting Real.  After a full day of 
learning, families let loose and enjoyed the 84-degree 
indoor waterpark.  Thank you to TSBDF for hosting 
such a wonderfully fun and educational weekend!

California
Gaby Zamora
The Annual Crab Feed hosted by the 
Hemophilia Foundation of Northern 
California is a widely anticipated yearly event, and 
this year was no exception!  Over 380 patients, family 
members and friends attended the sold out event 
on February 13th at the Colombo Club in Oakland.  
Before dinner, families enjoyed dancing to live band 

Lumberyard while 
mingling with friends.  
When dinner started, 
the all-you-can-eat crab 
just kept coming until 
everyone had their fill.  
More fun followed with 
an exciting cake auction 
- most going for $200       
to $600!

The excitement continued 
among the children and 
adults as the auctioned 
cakes were then shared 
with friends and families.  
A silent auction of 
wonderful gifts brought 
in $10K, with proceeds 
directed to sending kids 
with bleeding disorders to 
Camp Hemotion for a week 
in June.

Thank you to director Patrick 
Dunlap and his assistant, 
Lonnie Wood, and to all the 
many gracious volunteers!  It 
was so wonderful to see everyone having fun!

Ohio
Susan Moore
For the 6th year running, a Sew Charming Quilting 
Party was held in Amish Country for the express 
purpose of donating the finished product for fundraising 
efforts to a lucky Ohio chapter.  This year, the recipient 
will be Central Ohio Chapter of NHF.  Amish and 
Mennonite women gathered February 16th to create the 
2016 edition quilt!

Quilters merrily gathered at the Carlisle Inn at Walnut 
Creek – shaking off the snow as they entered the warm 
and inviting hotel.  The morning portion of our quilting 
included an educational presentation by Virginia Kraus, 
RN, MSN.  Everyone listened intently, adding thoughtful 
questions and comments throughout – all while fingers 
flew over our handiwork.

A short walk away, lunch was served family-style at 
the Der Dutchman Restaurant with abundant amounts 
of baked and fried chicken, roast beef, salad, biscuits, 
mashed potatoes, green beans and stuffing, followed 
by our choice of mouth-watering pie!  The entire meal 
was homemade and delicious - mmmmm!  Thankfully,

Happy Ladies! Ashley,Thalia, 
Christa and Gaby

Ashley, Cindy, Bryan and Gaby

Ali and Lucas

Gaby, Sid and Joyelle

Creating a colorful masterpiece!
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our walk back to the quilting room helped to ward off a 
food coma.

So much love, so much fun and so much laughter made 
the day fly by as stitch after stitch was sewn.  Thanks 
to Grifols’ Nora Latcovich and Matrix Health Group’s 
Region Manager, Eric Lambing for their support of this 
wonderful project.  If you would like to place a bid on 
this beautiful work of art, contact Steph Mazzocco at 
smazzocco@hemophilia.org.  She would love to hear 
from you!

Nevada
Holly Shaw
February 19th marked the 
Inaugural Winter Wine 
Fest and Silent Auction 
at the charming Tivoli 
Village located in West 
Las Vegas, and it was a 
phenomenal hit, raising 
over 30K in just two hours!  Proceeds will benefit the 
NHF Nevada Chapter and will be used to send kids to 
camp, and for educational and other chapter programs.

On a cold winter night while attending Washington 
Days last year, an idea was born.  Kelly Gonzalez, 
Factor Support Network Regional Care Coordinator and 
Amber Federizo, Nurse Practitioner at the Nevada HTC, 
brainstormed the idea with the intent of raising funds 
for the Nevada Chapter.

The event planning began last September co-chaired 
and co-hosted by FSN’s Kelly Gonzalez in partnership 
with Anne McGuire and Kelli Walters, both with the 
Nevada chapter.  Initially hoping to draw a crowd of 
125-150, presale tickets reached nearly 200, with 
attendance exceeding 220 participants, including 
patients, parents, community members, community 
supporters, doctors, nurses, industry partners and 
many more.

Supporters were 
exceedingly generous: 
the venue donated by 
Tivoli Village, food by 
Brio and Café Leone, 
wine by the Dreaming 
Tree Wine Company, 
pourers by Weeden 
Consulting, graphic 
design services of 
community member 
Mandy M. and an 
assortment of creative auction items by various 
community friends.  And while everyone enjoyed the 
camaraderie of the evening, performers from Hyde Park 
Advanced Orchestra set the warm ambiance.

Hats off to the Wine Fest team, sponsors, volunteers 
and, of course, the bleeding disorders community for 
the roaring success of this event!

California
Marina Vera
The Hemophilia Foundation of Southern California 
(HFSC) hosted its Empowerment Forum at Pickwick 
Gardens in Burbank on February 20th.  Kick starting 
the day was a breakfast buffet for the 200 families 
in attendance, and a welcome and sharing of HFSC 
upcoming events by Michelle Kim, Executive Director.

Attorney Donnie Akers gave an especially informative 
presentation on Legal Rights for the Bleeding Disorders 
in the Workplace and on insurance.  Lobbyist Terri 
Cowger Hill of Hemophilia Council of California and 
Baxalta’s Kim Isenberg, Director of US Patient Advocacy 
spoke on Insurance Basics 101 and Making Sense of 
Governmental and Private Programs. The families had 
many questions to ask regarding California Children 
Services (CCS) and transitioning to college, and still 
maintaining coverage.

The final speaker of the day was Jennifer Lee Koh, Esq./ 
Professor of Law and Director of Immigration Clinic at 
Western State Law School, who presented Immigration 
Law Options for Families Affected by Hemophilia. 
Jennifer is also the sister of our wonderful HFSC’s 
Executive Director, Michelle Kim.

While the adults worked through their agenda, 
kids were working on one of their own.  Guided by 
volunteers, a skit was developed explaining what 
hemophilia means to them and how their voice matters.  

At the end of day, the 
skit was shared with the 
adults who were moved 
to share their feelings on 
hemophilia as well.

Thank you to Kim 
and her dedicated 
team for hosting such 
an informative and 
essential program.

Quilters enjoy a family-style lunch.
Jay and Candance of the HTC 

enjoy time with 
Kelly Gonzalez (center)

Kelly Gonzalez and Fest 
committee members.

HTC Nevada friends stop for a smile!
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California
Cindy Pico
Community Volunteer
The Central California 
Hemophilia Foundation held their 15th Annual Surf 
and Turf on Saturday, February 20th at the Elks Lodge 
in the Pocket area of Sacramento with over 700 people 
in attendance!  Sean Hubbert, Factor Support 
Network’s Regional Coordinator, chairs this legendary 
community event.

Now, this just wasn’t your average crab feed.  It 
included hors de oeuvres, crab, tri-tip, salad, pasta 
and dessert!  Just imagine coordinating over 1400 lbs. 
of crab, 900 lbs. of tri-tip, 50 lbs. of ground beef, 20 
gallons of pasta sauce, 3,000 plus homemade cookies, 
6 gallons of ranch dressing, and 50 ROTC students to 
serve the event, over 50 silent auction prizes, raffles, 
ticket sales and more!

Not only does Sean 
chair this event, she 
spends countless 
hours cooking, hosting 
event-planning 
sessions in her home 
and conference 
calls.  What’s most 
impressive is watching 
Sean in action with her 

community.  It’s apparent she is more than just a local 
home health care provider - she is a well-loved friend.

At the event, while she is directing, she is also greeting, 
coddling babies, hugging patients and their family 
members, and just purely listening.

On top of it all, this crab feed is just one of the many 
events Sean organizes over the course of a year… and 
has for the last 20+ years!  We are indeed proud to 
know Sean Hubbert!

Florida
Matrix Health Group sponsored the 
first ever HOPE for Hemophilia 
Women’s Group at Panera 
Restaurant in West Palm Beach on February 27th.  
Mothers and women caregivers gathered to share 
experiences, conversing on a variety of issues and 

concerns, and offer each other support.  The 
discussion was lively and all who attended look
forward to future meetings.

Pennsylvania
Tina McMullen
What a fun day for the 
families of the Eastern 
Pennsylvania Chapter of 
the National Hemophilia 
Foundation.  Bowling 
for Fun at Thunderbirds 
Lanes in Philadelphia 
on Saturday, February 
27th.  It was a hugely 
successful with bowlers 
on all 36 lanes.

The event included 
bowling, pizza, snacks 
and beverages.  Plenty 
of great prizes were 
raffled, from baskets of Tasty Kakes (an area favorite) 
to gift cards, movie baskets and Panera Bread for a 
year, and even two beautiful bicycles.  Co-Chairs Pat 
Felthaus and Cheryl Littig, along with Curt Krouse, 
Executive Director and his staff made sure we were 
bowled over by the fun of this event!  

Tennessee
David Tignor, Stephen Lawrence, Donna 
Garner, Kate Dirkes, Rick Abernathy
Pfizer and Matrix Health Group were excited to 
host a Certified Nurse Educator Program at The 
Butcher Shop Steakhouse in Memphis on February 
27th.  Daysi Fardales, RN, NP, presented Persistent 
Pain: Considerations for the Hemophilia Community.  
Daysi went over the impact of pain, how to assess the 
types, and how to communicate this to family, friends 
and health care providers.  Throughout the program, 
attendees contributed to the discussion as everyone 
experienced 
acute and/or 
persistent pain 
in their life.

Pharmacist, 
Kate Dirkes 
and Pharm 
Tech, Richard 
Abernathy 
from Medex 
BioCare, 
a Matrix 
Health Group 
pharmacy 
in Bartlett, 
Tennessee, were also in attendance.  Both enjoyed the 
opportunity to meet members of the bleeding disorders 
community face-to-face and were impressed by the 
group’s shared connection and level of support for each 
other.  A wonderful evening for all!  
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Raffle winner Jessica tries 
out her new bike, while 

Kate hitches a ride!

All in the family!
Sean and son, David, share a hug and a smile while 

daughter Torrie, emcees the 15th Annual Surf and Turf.
Matrix Health Group’s Tennessee 

Team: Kate Dirkes, Rick Abernathy, 
Donna Garner, David Tignor and 

Stephen Lawrence



Advocacy is an activity by an 
individual or group, which 

aims to influence decisions within 
political, economic, and social 
systems and institutions.  Advocacy 
is so strong in the bleeding disorders 
community that not even rainy 
weather could keep 350 nationwide 
crusaders from descending upon 
DC for NHF’s Washington Days - 
February 24-26.  After a seamless 
registration, training was on 
Wednesday’s agenda at the Crystal 
Gateway Marriott in Arlington, 
Virginia.  Talking points included 
preserving funding for hemophilia federal 
programs and legislation to facilitate 
access to non-profit patient assistance 
programs.

In 1986, former President Ronald Reagan 
declared March Hemophilia Awareness 
Month and beginning this year, HHS 
has included it on its National Health 
Observance calendar.  In order to 
highlight our community, NHF launched a new initiative 
called the Red Tie Challenge.  Each advocate was given 
a red tie to wear as they visited members of Congress.  
We asked our legislators to participate in the Challenge 
and garner awareness for the 3 million people in our 
country with a bleeding disorder by conducting a 
1-minute floor speech while wearing a red tie during 
the first week of March.  We also asked those well-
versed in social media to post selfies wearing the tie 
with hopes of the movement catching on throughout 
our country.

Federal funding to hemophilia treatment centers (HTC) 
has been flat for many years.  In their requests to 
the Federal Budget and Appropriations Committee, 
we asked our legislators to include continued funding 
for hemophilia programs.  Many services received at 
HTCs are not reimbursed by insurance; therefore, this 
funding is crucial for comprehensive care.  Another very 
important issue facing our community is the extremely 
high out-of-pocket expenses due to deductibles and 
co-pays.  Many rely on non-profit third party assistance 
organizations to help pay for their insurance premiums.

The Centers for Medicare and 
Medicaid Services (CMS) recently 
gave Marketplace Exchange insurers 
the discretion to accept third-party 
assistance.  37 US states have used 
this discretion to reject premium 
payments from these programs.  
This jeopardizes the ability of many 
families to pay for and maintain 
their health insurance coverage and 
essentially creates a discriminatory 
environment for people with chronic 
illnesses.  It undermines the intent 
of the Affordable Care Act and 
negates the safety net created 

by these third-party organizations.  
To rectify CMS’ oversight, Rep. Kevin 
Cramer (R-ND) introduced a bill, H.R. 
3742: Access to Marketplace Insurance 
Act - To amend the Patient Protection 
and Affordable Care Act to allow for 
certain third party payments. We asked 
our representatives to co-sponsor this 
legislation.

The New Jersey group, including fellow Jerseyite 
Jeremy Griffin from NHF and myself, paired up with 
Puerto Rico, represented by Johnny Marquez and his 
son, Sebastian.  As a team, we visited Congresswoman 
Bonnie Watson Coleman’s (D-NJ12) office and met 
with Michael Reed, Legislative Director.  He was very 
supportive and said Rep. Watson Coleman felt funding 
was inadequate and will do as much as she can to 
support the community.

Our meeting with Stephen Lieberman, Legislative 
Correspondent with Senator Robert Menendez (D-NJ), 
was equally successful.  He took the Red Tie Challenge 
and posed with Jeremy and myself for a selfie.  Our 
meeting with Estefania Rodriguez, Legislative Assistant, 
for Resident Commissioner Pedro Pierluisi (D-PR), made 
it a trifecta of successful meetings on the Hill.

The day wrapped up with a State Advocacy Recognition 
Dinner.  After promoting our community for over 
25 years, it was very inspiring to see our younger 
generation join our quest in representing our 
community.  It is apparent we are in good hands!  

Washington Days

Wrap UpBy Richard Vogel

David Burgeson, Debbi Adamkin, 
Senator Nelson, Ed Burke, Sandra 

Davies, Eric Burgeson and Marcus Orr

Rich Vogel, Stephen Lieberman
and Jeremy Griffin take the

Red Tie Challenge

Eric Burgeson, Debbi Adamkin,
Ed Burke, Val Bias, Dave Burgeson and 

Marcus Orr

Supreme Court Selfie!
Sebastian and Johnny Marquez, 
Jeremy Griffin and Rich Vogel

Eric and Dave Burgeson
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Upcoming Events
April 09, 2016  New Jersey
Hemophilia Association of New Jersey
732-249-6000, hanj.org
Testimonial Dinner Dance
Fiddler’s Elbow CC; Bedminster
Contact: Richard Vogel 732-991-7373

April 09-10, 2016  Illinois
Bleeding Disorders Alliance Illinois
312-427-1495, hfi-il.org
Statewide Education & Fun Weekend
Peoria Marriott Pere Marquette; Peoria
Contact: Eva Kraemer 608-852-3777

April 15-17, 2016  Michigan
Hemophilia Foundation of Michigan
800-482-3041, hfmich.org, SpringFest
Bavarian Inn; Frankenmuth
Contact: Bonnie Culver 517-525-4152

April 17, 2016  Indiana
Hemophilia of Indiana
317-570-0039, hemophiliaofindiana.org
Annual Bowling Marathon
Woodland Bowl; Indianapolis
Contact: Enrique Morey 317-448-8814

April 17, 2016  Virginia
Hemophilia Assoc. of the Capital Area
703-352-7641, hacacares.org
Wine Tasting Fundraiser
Union Street Public House; Alexandria
Contact: Terry Stone 703-795-6269

April 24, 2016  Virginia
Virginia Hemophilia Foundation
804-740-8643, VAHemophilia.org
Wine Tasting Silent Auction
The Valentine, Richmond
Contact: Paul Brayshaw 202-271-4252

April 25, 2016 New Jersey
Hemophilia Association of New Jersey
732-249-6000, hanj.org
Gourmet Dinner and Wine Tasting
Il Capriccio; Whippany
Contact: Richard Vogel 732-991-7373

April 25, 2016  Tennessee
Tennessee Hemophilia and Bleeding 
Disorder Found. 888-703-3269, thbdf.org
Music City Golf Classic
Westhaven Golf Club; Franklin
Contact: THBDF Teresa Nothan        
615-900-1486

April 29, 2016  Ohio
Northern Ohio Hemophilia Foundation
216-834-0051, nohf.org
NOHF Black & Blue Ball
Downtown Ritz-Carlton; Cleveland
Contact: Shelia Biljes 440-813-1626

April 30, 2016  Pennsylvania
Eastern Pennsylvania Chapter
215-393-3611, hemophiliasupport.org
37th Annual Fashion Show
Green Valley Cntry. Club; Lafayette Hill
Contact: Tina McMullen 484-942-4457

May 01, 2016  Florida
Florida Hemophilia Association
305-235-0717, floridahemophilia.org
Annual Walk, Jungle Island; Miami
Contact: Hector Heer 954-940-1248

May 01, 2016  New Jersey
Hemophilia Association of New Jersey
732-249-6000, hanj.org
NJ Hemophilia Awareness Walk
Raritan Valley Community College 
Branchburg
Contact: Richard Vogel 732-991-7373

May 03, 2016  California
Hemophilia Assoc. of San Diego County
619-325-3570, hasdc.org
Annual Golf Tournament for a Cure
The Crosby at Rancho Santa Fe
San Diego
Contact: Heather Messerly 619-787-0916

May 03, 2016  Pennsylvania
Eastern Pennsylvania Chapter
215-393-3611, hemophiliasupport.org
Family Dinner
The Hilton City Avenue; Philadelphia
Contact: Tina McMullen 484-942-4457

May 07, 2016  Tennessee
Tennessee Hemophilia and Bleeding 
Disorder Found. 888-703-3269, thbdf.org
Be A Factor 5K
Loudon High School; Loudon
Contact: THBDF Teresa Nothan 
615-900-1486

May 14, 2016  California
Hemophilia Foundation of So. California
626 765-6656, hemosocal.org
Family Information Day
Knott’s Berry Farm Hotel; Buena Park
Contact: Marina Vera 323-252-8682    
or Gabriela Griffin 626 278-7143
(Habla español)

May 14, 2016  Florida
Hemophilia Foundation of Greater Florida
800-293-6527, hemophiliaflorida.org
Woodstock Walk
Al Lopez Park; Tampa
Contact: Peggy Gay 864-275-0246

May 14, 2016  North Carolina
Hemophilia of North Carolina
800-990-5557, hemophilia-nc.org
Annual Meeting Educational Day
Sheraton Greensboro; Greensboro
Contact: Peggy Gay 864-275-0246      
or Brad Nolan 704-806-0970

May 14, 2016  Ohio
Tristate Bleeding Disorder Foundation
513-961-4366, tsbdf.com
4th Annual Scavenger Hunt
The Holy Grail; Cincinnati
Contact: Rania Salem 513-470-5500

May 21, 2016  Washington DC
Hemophilia Assoc. of the Capital Area
703-352-7641, hacacares.org
Family Education Day
Washington Marriott at Metro Center
Contact: Terry Stone 703-795-6269

May 25, 2016  New Jersey
Hemophilia Association of New Jersey
732-249-6000, hanj.org
Annual Meeting
East Brunswick Hilton, East Brunswick
Contact: Richard Vogel 732-991-7373

June 10-11, 2016
South Carolina
Hemophilia of South Carolina
864-350-9941
hemophiliaofsouthcarolina.net
Annual Meeting and Upstate 
Educational Day
Embassy Suites Golf & Conference 
Center; Greenville
Contact: Peggy Gay 864-275-0246

June 10-12, 2016  Ohio
Southwestern Ohio Hemophilia Found.
937-298-8000, swohiohemophilia.org
Family Fest, Higher Ground Retreat 
Center; West Harrison
Contact: Rania Salem 513-470-5500

June 10-12, 2016  Tennessee
Tennessee Hemophilia and Bleeding 
Disorder Foundation
888-703-3269, thbdf.org
Annual Meeting
The Chatanoogan; Chatanooga
Contact: THBDF Teresa Nothan        
615-900-1486

June 11, 2016  Kentucky
Kentucky Hemophilia Foundation
502-456-3233, kyhemo.org
Kentucky Zoo Day
Louisville Zoo; Louisville
Contact: Rania Salem 513-470-5500

June 18, 2016  Nevada
Hemophilia Foundation of Nevada
702-564-4368, hfnv.org
Spring Education Fest
Circus Circus Hotel
Las Vegas
Contact: Kelly Gonzalez 702-858-2525

June 18-20, 2016  Virginia
Virginia Hemophilia Foundation
800-266-8438, vahemophilia.org
State Educational Meeting
Double Tree Hotel
Charlottesville
Contact: Terry Stone 703-795-6269
or Paul Brayshaw 202-271-4252

June 20, 2016  New Jersey
Hemophilia Association of New Jersey
732-249-6000, hanj.org
Dennis Keelty Memorial Golf 
Classic
Plainfield Country Club; Plainfield
Contact: Richard Vogel 732-991-7373

June 21, 2016  Illinois
Bleeding Disorders Alliance Illinois
312-427-1495, bdai.org
Driving fore Hemophilia
Ruffled Feathers Golf Club; Lemont
Contact: Eva Kraemer 608-852-3777 
(Habla español)

June 25, 2016  Ohio
Tristate Bleeding Disorder Foundation
513-961-4366, tsbdf.com
Family Education Day
Coney Island Waterpark
Cincinnati
Contact: Rania Salem 513-470-5500
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6 1 3 8 5
9 4 1 6 2

3 5
2 3 8 5 7
9 1 5 2

4 9 1 3
2 6

1 7 9 6 8
5 2 3 9 1

SuDoku!
Fill in the grid 
so that every 
row, every 

column, and 
every 9 by 9 
box contains 
the numbers
1 through 9.

  
Hi Kids!

2 9 6 8
9 3 6

8 7 1 4 9
1 2 3 9 5

8 2 7
7 6 5 8 4
4 2 7 3

4 1 3
6 5

New York Double H Ranch Camp
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Can you spot 9 
differences between 
the two camp photos? 

Answers are on page 27.

1. _____________________

2. _____________________

3. _____________________

4. _____________________

5. _____________________

6. _____________________

7. _____________________

8. _____________________

9. _____________________
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Sign Up
To Receive Our Newsletter!

Matrix Health Group News
is free to patients and 

their families, health care 
professionals, bleeding disorder 

organizations and other 
interested parties.

Just complete this form and mail to:

Matrix Health Group
3300 Corporate Avenue

Suite 104
Weston, Florida 33331

Sign up on our website at:
www.matrixhealthgroup.com

or call us toll free:
877-337-3002

Sign Me Up To Receive

Name: __________________________________________________
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Address: ________________________________________________
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City: ___________________________________________________

State: ___________________________Zip Code: ______________

Daytime Phone: ___________________________________________

Evening Phone: ___________________________________________

E-mail Address: ____________________________________________

Matrix Health Group values your privacy.  We are committed to keeping your private information secure and confidential.  
We take your privacy very seriously by complying fully with HIPAA regulations and employing a team of IT experts 
whose job is to keep our data safe and secure.  Our mailing list is private and will never be sold or shared with a third 
party.  If you have any questions or would like to review our Privacy Policy, please contact our corporate office.
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Like us on Facebook!
www.facebook.com/pages/Matrix-
Health-Group/140849859422348
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