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Dedicated to Making a Difference!

Mission and Vision
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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,

Before we know it, the shorter days of autumn will be upon us; camp will be a warm memory, pool noodles 
will have made their way back to storage and nights will begin to cool.  Soon, school supply lists will be 
clenched in hands and shopping carts filled with notebooks, markers, glue sticks and new backpacks.

From preschool to college, students across our country prepare to get back to the business of learning.     
For individuals and families of a child with a bleeding disorder, back-to-school often results in additional 
stress.  This issue of Matrix Health Group News addresses some of these concerns and offers an assortment 
of tips and resources for the variety of grades and students of all ages.  We hope you find these resources 
helpful.  Additionally, for those attending college or trade school, Matrix Health Group has an extensive list 
of scholarship opportunities available to students within the bleeding disorders community.  Just email me 
directly or contact your Regional Care Coordinator to receive a copy.

As always, if you have a story you’d like to share with our readers, please contact me or reach out to your 
local Regional Care Coordinator!

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

Maria
Maria Santucci Vetter
Editor-in-Chief, Matrix Health News
maria.vetter@matrixhealthgroup.com

A Note from the Editor
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For more information regarding 
our services, please call:

877-337-3002
by email: 

info@matrixhealthgroup.com
or visit our website:

www.matrixhealthgroup.com

TRICARE
APPROVED!

Experienced, compassionate Care Coordination Team with 
a personal contact assigned to each patient for pharmacy, 
reimbursement and support services

Professional Pharmacy Team with extensive knowledge of bleeding 
disorders available 24 hours a day, 7 days a week

Pharmacies in Florida, Tennessee, California, New Jersey, and 
Illinois - our services span across the nation

24-hour standard delivery; emergency shipments as needed

Coordination of home nursing services specializing in bleeding 
disorder care

Highly trained Billing and Reimbursement Staff are well equipped 
to assist with insurance coverage issues, both public and private

Multifaceted team approach promoting adherence to treatment 
plans, resulting in positive health outcomes

Informative quarterly newsletter, Matrix Health Group News
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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 scholarship is offered exclusively to several 
demographics within the bleeding disorder community 
including women, men, inhibitor patients and 
unaffected 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.  Finally, these scholarships can be 
utilized for tuition and also for books, housing or other 
related expenses.

Awards are based on criteria including academic 
merit, reference letters and an essay.  An independent 
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 patients of Matrix Health Group or its 
companies.

To obtain an application, visit our website or contact 
our corporate office: 

877-337-3002
www.matrixhealthgroup.com

Accepting Applications!

Memorial

Scholarship Program

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

Deadline August 1
st
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Slot machines clanging, roulette 
wheels clicking, dice hitting the felt, 
whoops from happy winners and 
groans from losers were not the 

only sounds heard in Las Vegas!  Making 
plenty noise of their own, over 1300 people 
from all corners of our great nation gathered 
for the Hemophilia Federation of America’s 
Symposium!  Together We Are Resilient 
was the theme of this year’s symposium, 
and resilient is what our bleeding disorders 
community is, has been, and no doubt, will 
always be well into the future!

Year after year, HFA does a spectacular job of 
hosting educational sessions for all segments 
of our community.  In addition to special 
programs specifically geared to children and 
teens, tracks were offered to families; Raising 
Resilient Children and Grow Up, Stand Up: 
Kids as Self Advocates.

Men had the opportunity to attend sessions 
such as Living Longer and Stronger: Aging 
with a Bleeding Disorder and Treatment 
Concerns in Bleeding Disorders: HCV, 
Upcoming Products and Pain.  Women also 
enjoyed female-specific programs including 
Women Who Bleed: Basic Overview of Why, 
What’s Affected and How We Handle It and 
Educating Providers, Changing Lives: An 
Introduction to the Foundation for Women 
and Girls with a Bleeding Disorder.

With the growing understanding and 
acknowledgement of females being personally 
affected by a bleeding disorder, the sessions 
for women were enlightening and popular.  
Agenda directed toward women are becoming 
more available and are vitally important as 
we still find ourselves having to demand to be 
heard in order to receive proper diagnosis and 
treatment.

Hemophilia 
Federation 
of America: 

A Recap
March 31 - April 2, 2016

Las Vegas, Nevada

HFA Recognizes the 2016 Volunteers!
(left to right)

President’s Award: Diane Lima

Charles Stanley Hamilton Legacy Award: Susan Swindle

Ron Niederman Humanitarian Award: Dana Kuhn, PhD 
Accepted by Dana’s daughter, Mandy Herbert

Volunteer of the Year: Mickey Price

Michael Davon Community Service Award: Joe Caronna 
awarded posthumously, accepted by Richard Vogel on 
behalf of the Caronna family

By Maria Santucci Vetter



The Remembrance Service may not be 
categorized as fun; however, I found it 
most heartfelt and meaningful.  Facilitated 
by Carletha Gates, PhD., members of our 
community who have sadly passed from this 
world are memorialized.  Among the many 
names was our much-loved Matrix Health 
Group employee, Tim Kennedy (2012) and his 
brother John (2016).

Other tracks, including rap and breakout 
sessions, were geared toward those with 
inhibitors, spouses, parents, Spanish 
speakers, LGBTQ, and even some for the 
executive directors of our wonderful network 
of chapters and foundations. Topics covered 
advocacy, insurance, social media, finance…
the list goes on.

Scattered throughout the Symposium were 
lively programs that had participants movin’ 

and in some cases, groovin’ to Zumba, 
yoga and aquatic therapy.  For those of us 
who prefer to stay dry, a Wellness Lounge 
was available in the exhibit hall featuring 
relaxing chair massages.  Truly, something for 
everyone in our tight knit community!

Of course, the Final Night Carnival gave 
way to happy noise sprinkled with popcorn, 
games, music and more!

Congratulations to all of the inspiring and 
incredibly talented people involved, from 
HFA’s Kimberly Haugstad, MBA, Executive 
Director, her dedicated staff and board of 
directors, to the generous sponsors and 
eager-to-assist exhibitors in planning, 
preparing and executing another Super 
Successful Symposium (try saying that ten 
times!).  You really hit the jackpot this year!  
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Regional Care Coordinator 
Kelly Gonzalez made the 

selfie rounds!



Have you ever ...
Received a call from a clinician employed by your insurance provider 
interested in discussing your bleeding disorder?  

Experienced a delay in receiving a shipment of factor or other
medication because of a “prior authorization” requirement?

Been forced to utilize a certain pharmacy or physician?

Noticed your treatment center, homecare or 
specialty pharmacy requesting more information 
when visiting clinic or placing your factor order?

If you have yet to experience any of these 
scenarios, chances are you will in the near 
future.  The cost of specialty medication is 
skyrocketing, and health plans paying for 
drugs such as clotting factor are not content 
to sit on the sidelines and do nothing.  Those 
of us living with or caring for an individual 
with a bleeding disorder should be aware 
of the reasons for increased scrutiny when 
it comes to our factor utilization and be 
prepared to effectively deal with it.

The Increasing Importance
of Providing

Clinical Utilization
Information
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By Justin Lindhorst



Increases in healthcare costs are expected to 
exceed US economic growth in the near future.  A 
large portion of these costs come from specialty 
drugs.  Though only accounting for 1% of all US 
prescriptions, in 2014 specialty drugs made up 32% 
of total drug spending.  Drugs treating hemophilia 
have been identified 
as contributing 
to a significant 
portion of pharmacy 
costs.  One study 
conducted in 
California analyzed 
publically insured 
children with 
chronic health 
conditions.  
Though patients 
with hemophilia 
represented 0.4% 
of the children 
studied, they 
represented 40% 
of pharmacy 
expenditures.

Today the lifespan of a person with hemophilia 
has (thankfully!) significantly increased.  With an 
average cost of several hundred thousand dollars to 
over a million dollars a year, we can expect bleeding 
disorders to remain a condition health plans wish to 
maintain a watchful eye over.

Pharmacy Benefit Managers (PBMs) are the 
organizations often responsible for the payment 
of drugs.  Given the high dollar associated with 
specialty drugs, these payers do all they can to 
get the furthest mileage out of each dollar, while 
maintaining positive health outcomes for patients.  
One major PBM cites five goals for its hemophilia 
program.  These include, “clinical management, 
utilization management, aggressive contracting, 
available networks and assay management.”

From patient, to physician and pharmacy, this 
linear model seeks to control cost at every level.  
As part of this overall strategy, plans often require 
specialty drugs to undergo “prior authorization.”  
Prior Authorization (PA) allows the payer to review 
prescribed drugs or procedures before deciding 
whether they will cover therapy or not.  These 
usually require a review of various medical records 
and can take up to 72 hours or more for approval.  
Medications such as factor are often flagged for 
prior authorization every month.

What does this mean for those affected by a 
bleeding disorder?  To avoid potential delays caused 
by the prior authorization process, maintaining 
accurate records and communicating with your 
specialty pharmacy and hematologist is essential.  

The age old infusion log is now more important 
than ever before.  Today logs and additional 
utilization information are required by insurance 
plans before prior authorizations are approved 
or payment of factor replacement therapy is 
provided.  According to the National Hemophilia 

Foundation, “Most 
insurance carriers 
now require you 
keep a treatment 
log to ensure you 
are using factor 
as ordered and 
as a condition 
for continued 
reimbursement.”

Providing proof 
of delivery, such 
as a signed 
delivery ticket, 
is also becoming 
as important as 
maintaining an 
accurate infusion 

record.  Payers want to know the drug they are 
footing the bill for is reaching the patient.  Given 
the tremendous cost of treating a bleeding disorder, 
and the general state of healthcare in present day 
America, do not be surprised if you are requested 
to answer questions regarding your drug inventory, 
utilization or other related information when placing 
orders for factor or other specialty medication.  
As new and potentially more expensive products 
become available, completing accurate infusion logs 
are important for all stakeholders involved.

Requests for additional information may at times 
seem like an invasion of privacy; however, some 
consideration should be given to those paying for 
our costly medication.  Surprisingly enough, there 
are instances where payer and patient interests 
align.  Studies have demonstrated adhering to a 
prophylactic treatment regimen lowers bleeding 
episodes and reduces hospitalizations.  Less bleeds 
and fewer hospitalizations lowers cost.  Adhering to 
prescribed regimens results in better health.  Better 
health means a better quality of life.  And for those 
paying the bill, it means an extension of resources 
and reduced overall burden to the healthcare 
system.  

Sources:
• www.jmcp.org/doi/abs/10.18553/jmcp.2016.22.2.102

• www.prnewswire.com/news-releases/februarys-
journal-of-managed-care--specialty-pharmacy-
focuses-on-rising-health-care-costs-300219633.html

• www.pharmacist.com/antihemophilic-factor-driving-
outpatient-pharmacy-costs-children-chronic-illness 
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L ike many boys, Seth took an interest in 
sports at a very young age.  “I’ve always 
been interested in sports to an extreme 
level…as far back as I can remember, 

I’ve always wanted to play a sport.  Even in baby 
pictures, I always had a ball or a bat.”  Such interest 
is certainly similar to other children, though many 
would have considered participation in any sport far 
out of Seth’s reach.  At six months old, Seth was 
diagnosed with cancer and severe hemophilia – on 
the same day.  Initially clearing the neuroblastoma 
tumor, at eleven months old the cancer returned and 
Seth underwent surgery to have the mass removed.  
During the operation his spinal cord was mistakenly 
cut, leaving him reliant on a wheelchair for the rest of 
his life.  Yet even with odds stacked against him and 
in the face of great adversity, Seth has prospered.

As Seth grew, so did his determination to become 
an athlete.  It was clear he was not going to let 
hemophilia or mobility issues stop him from pursuing 
any of his ambitions.  “My parents were very helpful.  
They would never just tell me no and worked very 
hard to find ways for me to get active and pursue 
my goals.”  This was not always easy.  Seth’s mom 
Sherri recalls, “Raising a child with multiple physical 
disabilities is extremely challenging, our world is just 
not set up for it.  It was a hard road, never travelled 

by anyone in our family.  We questioned so much.  
How do we do this successfully? How do we lead 
him, without fostering dependence on us?”  Seth 
and his family dealt with many challenges including 
school teams and other organizations denying his 
involvement in activities because of concern for his 
health conditions.  This was not enough to deter 
Seth or his parents.  Sherri remembers, “There 
were roadblocks at every turn, but there were also 
opportunities.”

One such opportunity came in the form of a fast 
growing adaptive sport – wheelchair basketball.  
Spending his childhood in Denver Colorado, Seth 
idolized many of the players on his local professional 
basketball team, the Denver Nuggets.  Fortunately 
for Seth, “The Denver Rolling Nuggets” were one 
of the first programs in the country to affiliate 
wheelchair basketball with an NBA team.  Seth soon 
found himself a proud member of the “Denver Junior 
Rolling Nuggets.”  He and his family became very 
involved locally with the National Sports Center for 
the Disabled (NSCD) and Seth’s athletic ambition saw 
him participate in virtually every program offered.  
From tennis and softball to hand cycling, sled hockey, 
and skiing, Seth became more active than many of 
his peers unaffected by mobility issues or bleeding 
disorders.

 Seth
Rojhani

 
A Story of Inspiration

By Justin Lindhorst
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While adaptive sports made it possible for Seth to 
participate in an array of athletic programs, effectively 
managing his bleeding disorder was a very important 
consideration in his equation for success.  Many would 
agree frequent communication with a comprehensive 
treatment team and adherence to therapy are 
essential keys to health for any person with a bleeding 
disorder, and certainly so for an athlete with severe 
hemophilia.  Seth shares, “I was very open with my 
HTC.  We made a deal.  So long as I committed to a 
strict prophy schedule and kept in close contact, they 
would support my athletic pursuits.”

Propelled by pure ambition and bolstered by support 
from family, treatment center and coaches, Seth 
excelled.  Not only did he become a successful athlete, 
he began mentoring others at adaptive sports.  No 
matter the obstacle faced, Seth moved forward with a 
“can do” attitude.  Naturally, people took notice.  Seth 
received wide recognition and a number of awards for 
his accomplishments.  At nine-years-old he received 
the prestigious “Hal O’Leary Most Inspirational 
Athlete” award, so named after the founder of the 
National Sports Center for the Disabled.  Surrounded 
by personal sports heroes John Elway and Larry 
Sidebottom, Seth received a trophy from famous 
football coach Lou Holtz.  Sherri remembers, “It was 
such a special moment.  You could see Seth’s smile 
from every corner of the room.”

As an adult, Seth continues to lead and inspire.  
Completing a degree in Mechanical Engineering/
Biomedical Engineering at the University of Central 
Florida, Seth works a fulltime job and plans to attend 
medical school.  Ambitious as ever, Seth still finds 
time to both play and coach.  He shares, “My coaches 
were so influential for me, I wanted to share the 
many lessons I learned from them with others.  As a 
mentor, I apply my personal experiences with what I 
learned from my coaches as a kid.”

Seth’s accomplishments are a compelling testament 
to what can be achieved through sheer determination 
and perseverance, no matter the challenges handed 
you.  Sherri shares, “Seth could have grown up angry 
at the world for the injustices heaped upon his body.  
Instead, he channeled that energy into being the best 
he can be, in every way.  He managed this without 
losing his compassion for others, all the while keeping 
a sense of humor and positivity.”  Not only has Seth 
learned to move past challenges placed before him, 
he is helping others do the same.  Next time you face 
adversity, be it from a bleed or other health condition, 
struggles at work or school, remember Seth and take 
his advice to heart, “Don’t let anything hold you back.  
Never give up and always put forth your maximum 
effort.  If you give 100% all of the time, regardless of 
outcome you know you gave it your all.”  



With my 12-month old son held securely in 
my left arm, my right hand grasped that 
of my 3 year-old daughter as we walked to 
her new preschool.  The memories of that 

day have stayed with me ever since, and not just 
because it was my daughter’s first day of school.

As we made our way toward her class, the school’s 
director greeted us and ogled my little boy.  She 
asked, “And when will this adorable cherub be 
joining us?”  “Oh, no, not this one.” I replied, “He 
won’t ever be coming to preschool.”  She looked at 
me quizzically, but moved on to welcome the other 
families.

We left my daughter in her classroom - by the way, 
she never looked back - in fact she waved us away, 
leaving me to feel somewhat pained.  My little boy 
started to cry because he wanted to stay and play 
too.  We left the building and paused to sit on a 
nearby bench where I began to feel sorry for the both 
of us.  As the flurry of first-day-of-school activities 
subsided, the director came looking for me.  She 
sat down; gently touched the bruise on my son’s 
forehead and asked why he wouldn’t one day come to 
preschool.

Explaining he had been diagnosed with severe 
hemophilia the day he was born, I went on to 
enlighten her about the struggles his life would hold.  
Instead of coddling or expressing sadness for me, she 
instead said, softly, but firmly, “You are going to have 
to let go of him sometime.”  Bursting into tears, I 
held him tighter and thought, “She obviously doesn’t 
know what we are up against.”  But of course, she 
was right.

For the next two years, every school day drop-off 
resulted in my son whining and crying to be dropped 
off as well.  By then, our life with hemophilia had 
become more routine - my little boy had started 
prophy treatments, we were more familiar with 
emergency rooms, and everything seemed less scary.  
Plus, I now had another 14-month old baby and 
needed bit of a break now and then.

Fortunately, having first hand experience with the 
particular school and knowing the staff fully accepted 
my son made my decision much easier.  It was time 
to do as the director suggested and let my son attend

preschool.  However, many parents of a child with a 
bleeding disorder are not as fortunate when making 
the decision to whom to entrust their child.  Take your 
time to research, make visits and speak to the staff of 
the preschools you are considering.

Tips for Choosing a Preschool:

Child Care Awareness (childcareaware.org) is a great 
source for useful information including a glossary of 
common terms and a state-by-state resource search 
tool.  Another useful tool to assist in finding a quality 
program is a pre-school checklist offered by Ready to 
Read, which can be downloaded at:
www.getreadytoread.org/images/content/downloads/
Early_Childhood/pre-k_checklist.pdf

By Maria Santucci Vetter
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Research and Considerations:

• Distance from home or workplace
• Cost
• Eligibility for subsidized programs such as Early 

Head Start, Early Intervention or other state-
funded program (Contact the Department of 
Human Resources for your state)

• Type of educational setting or philosophy – e.g. 
Pre-kindergarten, Faith-based, Teacher-led, 
Child-centered, Co-operative, Montessori, Reggio 
Emilia, Waldorf, etc.

• Is the school accredited; licensed?
• Talk to your friends, neighbors, co-workers, 

physician and local grade school personnel to 
learn their recommendations and opinions.

Visit the school:

• Do you feel welcomed?  Understand there may 
be some initial nervousness about having a child 
with a bleeding disorder in the school’s care, but 
do you sense a willingness to accept and learn 
about your child?

• Do the children seem happy?  How do they 
interact with their teacher?

• Is the facility clean and safe with enough room for 
children to play in and out doors?

• What disciplinary methods are used?
• What is the teacher/child ratio?
• Are teachers trained in CPR and first aid?

Additional Considerations:

• What percentage of teachers hold degrees in 
early childhood education?

• What is the teacher turnover rate?
• What payment options are available?

Once you decide on a school, it is of course, 
imperative to properly educate the staff regarding 
your child’s health concerns.  With the help of your 
hemophilia treatment center, specialty pharmacy 
team or local hemophilia chapter, and with tools from 
various factor manufacturers, plan an in-service to 
educate the staff on your child’s particular health 
considerations.

Provide information regarding:

• Your child’s type of bleeding disorder
• Symptoms of a bleed and how they may occur
• Safety precautions that should be taken

• Physical restrictions or limitations, if any, and 
when recovering from a bleeding episode

• Emergency phone numbers
• Protocol letter from your child’s physician 

describing how the bleeding disorder affects your 
child, the necessary precautions, the treatment 
needed and what to do in case of an emergency

• Educational materials for the staff

Encourage the preschool staff to call you with any 
questions; be prepared for many calls at first, but 
know these will subside as they become more familiar 
with your child.

Importantly, always remember your child is a child 
first and, with proper precautions, should be allowed 
to have all the fun, education and experiences in life 
to which every other child is entitled.

My precious 12-month old is now 25 years-old, 
college-educated, working in another city hours from 
me, and living the life I only dreamed he would have.  
It hasn’t always been an easy walk in the park; 
however, “letting him go” when he was 3 years old 
was the first step in paving the way for his eventual 
independence, confidence and success in life.  He, like 
my daughter, turned back only to wave me away.  

Sources:
• Child Care Awareness: childcareaware.org
• Get Ready to Read: www.getreadytoread.org
• HemaWare Selecting a Daycare:                               

www.hemaware.org/print/265
• National Institute of Early Childhood Education:            

www.naeyc.org
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Children with bleeding disorders are constantly 
learning how to adapt to the world around 
them.  Often as parents we have to make 

choices for our child based on the potential of 
bleeding during activities and daily tasks.  One 
aspect that can become difficult to navigate is our 
child’s education.  Today in America there are many 
options available to ensure our children receive a 
well-rounded primary and secondary education to set 
them on the track for adult life.  Following are some 
of the most popular options.

Public School
With approximately 98,500 elementary and 
secondary schools serving over 50 million children, 
the most common education in America is public 
school, which is free and available to every child.

The public school setting provides children with 
social interaction and extracurricular activities and, 
depending on the school and staff, a bleeding disorder 
may be simplified by the support of the school.  
However, it can also be made trickier if you are trying 
to educate and hold the school accountable for your 
expectations in providing for your child’s needs.

Public schooling can give your child practice at 
adapting to the real world while having a bleeding 

episode and how to acclimate in situations where 
people don’t understand their disorder.  One of the 
disadvantages in public school is a parent’s lack of 
choice in the curriculum their child is taught and 
flexibility during bleeding episodes.

To help to meet the educational needs a student, 
a public school can provide your child with an 
Individualized Education Program (IEP) and/or a 
Section 504 of the Rehabilitation Act (504 Plan).  An 
IEP is a written statement setting learning goals and 
services the school will provide the child.  A 504 Plan 
ensures government-supported accommodations 
and modifications are in place to assist your child in 
receiving an education.

Educational Options
By Sarah Henderson
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Magnet School
A public school option that is becoming increasingly 
popular is the magnet school.  As these are part of 
the public school system, they remain free; however, 
are highly selective of the students allowed into 
their programs.  They specialize in specific areas – 
science, math, arts, etc.  Admission into a “talented 
and gifted” magnet school involves applications, 
rigorous testing and interviews to determine which 
children will best complement the particular program.  
Approximately 2.6 million children are educated at 
roughly 3400 magnet schools.

Charter School
Another option within the public school system, 
Charter schools belong to the local school district, 
but operate independently with its own school board.  
Charter schools have the freedom to choose their 
own curriculum independent of the local system and 
are usually more academically demanding.  Parents 
are typically expected to volunteer as schools seek 
to enhance the learning environment.  Over 6700 
Charter schools serve nearly 3 million students in the 
United States.

Parochial or Private Schools
Another educational option for your child is a 
private or parochial school.  These schools are most 
often operated by a religious organization, mainly 
the Catholic Church, but also by other religious 
affiliations.  In addition to a daily curriculum, students 
also participate in religious instruction.  A percentage 
of the children in these schools are not required to be 
of the same faith, but are required to participate in 
the religious classes and formalities.  Approximately 
20% of private schools are Nonsectarian.  In the 
US, nearly 31,000 private schools serve 10% of the 
country’s students – 5.3 million children.

Private schools focus on academic excellence and 
high achievements.  Per statistics gathered by the 
Council for American Private Education, private school 
students scored significantly higher than public

school students on tests measuring reading, writing, 
math, science, civics, geography and history 
tests.  Classrooms tend to be smaller than public 
schools and have an emphasis on stricter discipline 
policies.  This, along with the option of choosing who 
is accepted, may contribute to a physically safer 
environment for a student with a bleeding disorder.

Typically, private schools do not receive government 
funding so they come with a hefty price tag: average 
tuition for elementary school is $7,700 and $13,000 
for high school.

Homeschool
A parent-led home-based education is an option 
becoming more and more popular as parents become 
discouraged with public school system curriculum, 
values or flexibility.  2.3 million children are home 
schooled in the U.S.  This can often be a good option 
for a child with a bleeding disorder.

Homeschooling allows parents to choose their own 
curriculum, work at their child’s individual level, and 
can encourage a love of learning by teaching to their 
child’s interests and curiosities.  During a bleeding 
episode, children are less likely to miss lessons since 
parents can easily adjust how or where lessons are 
taught.  Homeschooling can be a more calm and 
controlled environment, which can help to reduce 
stress while dealing with a chronic disorder and 
can offer a safer environment given issues such as 
physical violence, bullying, drugs and alcohol, etc.

Homeschooled children typically have higher grade 
point averages and higher college graduation rates 
than public schooled children.  However, a home-
based education can make it a bit more difficult to 
socialize children; parents need to be active in finding 
situations like homeschool groups and extracurricular 
activities to include their children.
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Online School
Online schooling is another option to consider; many 
view online education as a balance between public 
school and traditional homeschool.  Depending on 
availability in your state, programs range from free 
public school options to private schools requiring  
tuition payment.

Most programs have teachers to guide students 
through their lessons, taking stress off parents 
who feel unable to teach their children themselves.  
Programs include individual self-paced courses, 
virtual classrooms, interaction with classmates, on 
and off line homework assignments, flexibility in 
curriculum structure and for high school students, AP 
classes and accredited programs to make it easier to 
get into college. For a child with a bleeding disorder, 
benefits are similar to homeschooling as lessons can 
be completed from a desk, couch or while confined
to bed.

There are many factors to consider 
when choosing how your child will be 
educated:

Parents’ work schedule – In various ways, all 
options require parent involvement.  From devoting 
volunteer hours and arranging transportation to 
staying home to educate or oversee online classes, 
educating children requires some level of parental 
involvement.

Cost – There are many free and low-cost options as 
well as potential for financial aid and scholarships 
in each arena.  Don’t let costs deter you from 
researching options.

Health – If a child misses many days of school, 
consider whether online or traditional homeschool 

might be a better option.  More quality time could be 
spent learning rather than modifying schedules or 
making up for missed classes.

Social – Ask yourself if your child will be negatively 
affected by missing the social aspects of a traditional 
school.  Consider ways to provide them with 
opportunities to socialize in age-appropriate activities.

Long Term Goals – Decide which educational 
structure will provide your child with the best       
long-term outcome for college and career, especially 
when having to take a lifelong health condition into 
consideration.

There are many options for providing a well-rounded 
education for our children with bleeding disorders.  
Not only is providing an education for your child an 
individual family choice, but is also individual to each 
child in your family.  What works for one may not 
work for another.  Evaluate your child’s personality 
and specific physical, mental and emotional needs, 
as well as your family dynamic when deciding which 
option will help him or her attain the best education 
possible.  Be flexible and know there is more than 
one way to educate a child.  Making the right choice 
for your child can foster an enduring love of learning 
and set them on the path to success and happiness  
in life.  
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• Council for American Private Education: www.capenet.org
• K12: www.k12.com/
• Magnet Schools of America: www.magnet.edu
• National Center for Education Statistics: nces.ed.gov

• National Alliance for Public Charter Schools:                     
www.publiccharters.org

• US Department of Education: www2.ed.gov
• National Home Education Research Institute: www.nheri.org

Sources:
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What You Should Know: 

504s and IEPs

What is a 504 Plan?
A 504 Plan is in reference to section 504 of the 
federal Rehabilitation Act of 1973.  It is a federal anti-
discrimination civil rights statute specifically stating 
no person with a disability can be excluded from 
participating in federally funded programs or activities 
including elementary secondary or post-secondary 
education; specifically, “…any person who has a 
physical or mental impairment which substantially 
limits one or more major life activities, has a record 
of such an impairment, or is regarded as having such 
an impairment.”  A 504 Plan details the modifications 
necessary for students to have the opportunity to 
perform at the same level as their non-affected peers.

The 504 Plan should be implemented before a child 
enters the public school system or within a few weeks, 
but can be initiated at any time.  A full evaluation 
should take place a minimum of every 3 years or when 
a significant change has taken place (i.e. entering 
middle or high school).  While nothing determines the 
termination date of a 504, it is very important to review 
it annually even if the child has not used the safeguard 
modifications included.  Reviewing it annually with 
school personnel ensures accommodations will continue 
without having to begin the entire process again.

Typically, 504 Plans are used when a child does not 
have a learning impairment, i.e. autism, Asperger’s 
syndrome, dyslexia, attention deficit hyperactivity 
disorder, or other difficulty that impedes learning.  A 
504 may be useful for a child with a bleeding disorder 
because it can provide modifications for occupational 
therapy, physical education and playground time, 
especially during bleeding episodes or other issues 
individual to each child.

Often, public colleges and universities honor existing 
Section 504 accommodations.  The Disability Resource 
Center at institutions of higher learning will use these 
recommendations to help affected students set in place 

safeguards for their education, especially as it pertains 
to absences when taking “for credit” classes.

Qualifications
A qualifying student would be age 3 to 22, with an 
impairment, whether obvious or not, that may have 
been caused by illness, injury, communicable diseases, 
chronic or life-threatening illness, learning impairment 
or disability who are entitled to educational support 
under the Individuals with Disabilities Education 
Act (IDEA) of 1973 (modified into ADA).  Qualifying 
diseases are not listed - only that a physical and/or 
mental disability may qualify a child.

School personnel will review a variety of sources to 
make a determination, which may include teacher 
reports, school administered tests, past grades, 
attendance records, medical reports, observation and 
information from parents.  504 Plans are enforceable 
only at public education institutes, but other 
institutes may choose to abide by the guidelines and 
accommodations as well.

Accommodations
Accommodations will vary from student to student and 
will vary as each individual student progresses through 
the grades.  As much as possible, the child will be kept 
in regular classrooms rather than in a special class.  
Common accommodations include:

• Extended time on tests, assignments and post 
absence make-up work

• Visual, verbal or technology aids
• Extra books for home use
• Adjusted class schedule, grading and homework 

requirements
• Preferential seating
• Adjustments to physical education class, elective 

school sports and playground time
• Occupational or physical therapy

By Kelly Gonzalez and Eva Kraemer, LSW

P
lain and simple… all children deserve, and in our 
country, are entitled to an education.  As part 
of a child’s right to an education, public schools 

are required by law to meet the needs of every child, 
including children with special needs.  Two programs 
to help support a child’s educational needs are a 504 
Plan and an Individualized Education Plan (IEP).



What is an IEP?

The Individualized Education Plan (IEP) is a written 
arrangement specifically developed for a child eligible 
for special education in a public school setting.  An IEP 
clearly outlines goals and support services needed for 
the student to accomplish objectives.  The purpose is 
to tailor the plan so the child can reach his or her full 
potential.  As part of the Individuals with Disabilities 
Education Act (IDEA), the IEP works “…to ensure that 
all children with disabilities have available to them 
a free appropriate public education that emphasizes 
special education and related services designed to 
meet their unique needs and prepare them for further 
education, employment and independent living…”

The process for an IEP can begin when a parent or 
school professional makes a request; however, the 
IEP requires parental permission for an evaluation or 
to place a plan in effect.  Once determined the child 
is eligible for services, the IEP team has 30 days to 
meet and develop the plan.  It is important for the 
parent to be in agreement with all plan components 
prior to signing it.  If an agreement cannot be reached, 
the parent has the right to request an independent 
evaluation and mediation.

An IEP will be reviewed annually; however, the school 
or parent can request another review any time they feel 
the child is not making progress.

Qualifications
A child must be assessed to determine eligibility for an 
IEP.  A parent can request an evaluation by contacting 
school.  A group of qualified personnel will decide if an 
assessment is necessary, will determine if the child has 
a disability and if special education and services will 
be beneficial.  If the team believes there is a learning 
impairment, diagnostic tests will be ascertained and 
medical professionals will be involved for conditions 
they are not qualified to assess.  Such conditions may 
include learning disabilities, developmental delays, 
hearing or visual impairments, Attention Deficit 
Hyperactivity Disorder, autism, emotional or cognitive 
challenges and physical conditions.

Throughout the process, a parent or legal guardian is to 
be informed and invited to participate in all evaluations, 
and no decisions should be made without them.

Accommodations
A completed IEP document should contain:
• Child’s academic performance and needs
• Additional identifiable concerns i.e. language 

development, social skills, behavioral issues
• Measurable goals the student can reasonably 

accomplish over 12 months
• Classroom and ancillary services required,             

i.e. speech therapy or adaptive physical education
• Accommodations/modifications, such as a 504 Plan
• Transition plan and goals for a student approaching 

16 years old
• Signature page – Each member signs 

acknowledgement and approval of all notes
To expedite the implementation of 504 Plans and IEPs, 
a parent can gather available reports from medical 
professionals and provide them to the school when 
requesting services.  For example, a letter from a 
hematologist describing a child’s bleeding disorder and 
concerns that may arise as a result, as well as potential 
needs can help speed the process.  Some children may 
receive speech or occupational therapy prior to entering 
grade school.  Sharing this information with the school 
is beneficial to the process.

Reach out for help.  Parent advocate organizations 
can help guide families, and for non-English speaking 
parents, translators can be requested to aid in the 
process.  There are scores of resources – school, local, 
city and state organizations and many informative 
websites that can assist with additional information.

Sending a child with a bleeding disorder or other heath 
condition to school can be a nerve-wracking event for 
parents.  Being a well-informed and prepared advocate 
for your child can greatly help alleviate much of the 
anxiety and stress, giving way to more satisfaction 
during these years of your child’s life.  

Sources
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IEP
• Focuses on special education experience 

of student
• Provides individualized special services 

to meet the needs of the child
• Individuals with Disabilities Education Act 

(IDEA): mandates programs be made 
available to students with disabilities

• Parents may request an Independent 
Educational Evaluation, but school 
district does not have to agree

• Must be a written document
• States receive additional funding

504 Plan
• Focuses on the plan for a student’s 

access to learning
• Changes the learning environment to 

meet the needs of the child
• Section 504 of the Rehabilitation Act: 

prohibits any discrimination against 
people with disabilities

• Does not allow parents to request 
Independent Educational Evaluation

• Does not need to be a written 
document

• States do not receive extra funding

Child has a disability interfering 
with ability to learn in a general 

education classroom 

Parent must give consent for 
school to evaluate child

Evaluation teams include general 
and special education teachers

Reviewed annually; Evaluated 
every 3 years, and as needed

No charge for services

www2.ed.gov
www.familyconnect.org
www.greatschools.org

www.specialeducationguide.com
www.understood.org/en
http://kidshealth.org
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Ready or Not, 

the 
School
Bell
Will
Ring!

By Terry Stone

Ah... the thrills and spills of summertime fun!  Frequent back yard barbeques, catching 
fireflies in a jar, picnics, and no homework.  It seems like it takes forever for summer 
to arrive, and then in a flash it’s over.  Time to put away the pool noodles and pull out 
the backpacks and pencils.  Most parents and caregivers of school age children welcome 

the sight of those yellow school buses rolling once again.  For the average family, it’s a smooth 
transition back to school; however, for parents and caregivers of children with a bleeding disorder, 
this time of year can be riddled with anxiety and concern.  So many questions to answer; whom 
at the school do we share our child’s diagnosis with, whom should we not?  Will the school nurse 
work with us and be accommodating to our child’s needs and care plan?  Will the teacher treat our 
kid the same as other children while being aware and understanding of our child’s medical needs?
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Parents should advocate for their child by educating 
the school staff at the beginning of each school 
year.  Often, the week before the first day of school 
is a great time.  It is wise to set up a meeting at 
your school with the teacher, school nurse, principal, 
secretary, coach, playground assistants and bus 
driver.  These are typically the main people involved 
with your child on a daily basis.  Always remember 
that even though they are educators, you know more 
about your child than they do.  In many cases, the 
school may never have had a child with a bleeding 
disorder in attendance, so it is important to be very 
thorough with your explanations.  The goal is to 
educate school personnel to ensure the safety of your 
child and increase the comfort level of the teacher and 
others who are with your child each day.  Keep your 
information straight forward, factual and focused on 
your child.

Start by explaining exactly what type of hemophilia 
or other bleeding disorder your child has.  Let them 
know that bleeding is mostly internal and may 
not necessarily be noticeable.  Share your child’s 
treatment protocol, prophylactic regular dosing or as 
needed (PRN).  If your child refers to clotting factor 
or treatment by a nickname, advise the staff.  It is 
important that they recognize what your child is asking 
for.  One of the most important messages a parent 
should be clear on with school staff is that if the child 
feels something is wrong, or suspects a bleed - believe 
him or her!  Teachers should trust the child and allow 
the child to go to the nurse.  The nurse will consult 
the parent and coordinate care based on the parent’s 
direction.  Speak to the school about storing factor 
concentrate at the nurse’s office.  Your hemophilia 
treatment center or physician can provide a letter 
regarding your child’s ability to self-infuse.

Instruct the staff how to deal with a potential problem.  
The teacher or nurse should keep an eye out for 
limping, guarding, holding a limb to the body or a 
change in behavior.  This is especially true for a young 
or shy child who may not speak out as readily.  The 
teacher should look for redness, swelling, warmth 

and tenderness to the joint.  Direct pressure and a 
bandage can control bleeding from a cut or scrape.  
Offering the child an ice-pop can help with a mouth 
bleed.  If your child is prone to nosebleeds, explain 
the proper methods to curtail the bleeding: have the 
child hold his head forward rather than tipping it back; 
hold steady pressure to the bridge of the nose for 15-
20 minutes.  Let them know your child doesn’t bleed 
faster, just longer.

Explain one of the most concerning injuries is a head 
bleed.  There may be no raised bump even after a 
significant head trauma (a blow to the head or falling 
head first onto a hard surface).  However, if the child 
suffers a significant blow to the head, you should be 
notified immediately, arrange for transportation and 
alert the hemophilia treatment center or physician’s 
office.  Review the signs of increased intracranial 
pressure - headache, nausea or vomiting, drowsiness, 
confusion, visual changes and loss of consciousness.  
Another significant concern is abdominal trauma such 
as falling over bicycle handlebars or being punched or 
hit in the stomach.

Advise school personnel that bruising is very common 
and does not usually require treatment, but that joint 
and muscle bleeds are common types of bleeds and 
will require treatment.  In the event of a suspected 
joint or muscle bleed, the school staff should apply 
R.I.C.E. and call you immediately.

R= Rest Keep the child calm
 I = Ice  Apply an ice pack to the injured area
C= Compression Wrap the area with an ace bandage
E= Elevation  Prop the limb up on a pillow

Some school personnel may be a little cautious in 
allowing your child to participate in physical education 
classes.  Talk with them about the importance of 
exercise.  Strong muscles and joints can mean less 
bleeding in them.  In addition to being fun and social, 
safe sports and physical activities are important 
and healthy for your child.  Discuss sports that are 
too dangerous for your child such as tackle football, 
wrestling and boxing.  Encourage the physical 
education teacher or coach to allow participation in as 
many sports and activities as possible.  Should a child 
need to sit out of a specific activity, see that they offer 
an alternative like stretching, power walking or any 
other activity that is appropriate.

An additional topic to discuss with school personnel 
is what to do if your child must miss school.  Arrange 
to pick up their assignments so that they can work 
at home and not fall behind.  If the child has missed 
many days, ask if the teacher will work with him/
her after school to help him/her catch up.  Missed 
school days sometimes cannot be avoided, but open 
communications with all teachers can make a big 
difference to help your child keep up and minimize 
anxiety of missing school.
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Bullying continues to be a concern 
for all parents and can be not 
only emotionally damaging, it 
can be dangerous if the bully 
becomes physical, especially to 
children with a bleeding disorder.  
Encourage your child to let you 
know if he/she feels threatened or 
bullied by another student.  Ask 
the teacher to report to you any 
teasing your child may encounter.  
Other kids may think your child is 
different because of their bleeding 

disorder and may tease or bully them because of 
the least little difference... like frequent nurse visits 
or accommodations during gym class.  If your child 
wishes, help him or her with a project that can be 
presented to the class so schoolmates have a better 
understanding of the bleeding disorder.  Everyone has 
a “something” and a bleeding disorder happens to be 
your child’s.  This is a great way to better understand 
and embrace our differences.  Social development is 
very important to a child’s being.  Do not make your 
child feel like an outcast or “different” from the other 
students.  Many children do not want their classmates 
to know about their disorder.  Respect your child’s 
wishes regarding disclosure.

Review educational laws such as Section 504 of the 
Individuals with Disabilities Education Act (IDEA) and 
decide whether you need to request a plan for your 
child.  Section 504 provides accommodations for 
children with disabilities in educational settings.  The 
goal is to level the playing field so no matter what your 
challenge, you can get an education and be successful 
as long as minor accommodations are provided.  It 
allows for reasonable adjustments such as a special 
study area, a chair to elevate a leg, an extra day to 
turn in missed work, or other needs as determined 
and agreed upon by the student and the school

administrator.  Disabilityinfo.gov provides access to 
information about disability programs, services, laws 
and benefits.  Information is also available through 
your local Matrix representative, as well as HANDI, 
the National Hemophilia Foundation’s Information 
Resource Center.

You don’t have to go it alone.  When providing 
information about hemophilia to school personnel, 
ask your hemophilia treatment center for a nurse to 
join you and answer any questions they may have.  
Secondly, your home care representative, like those 
at Matrix Health Group, will accompany you at your 
school talk and bring resources to ensure a positive 
and successful meeting.

It really comes down to fostering a great relationship 
with your child’s teachers and most importantly the 
school nurse.  This lesson in reality is personal for 
me.  If it were not for my son’s middle school nurse 
Ester Krukar at Benton Middle School, I would have 
lost my mind.  Ms. Krukar embraced us from the first 
time we met and wanted to learn all about hemophilia.  
She reaches out to Matt’s teachers when necessary to 
update them if he is coming back to class after a clinic 
visit, needs to do an alternative activity during gym to 
rest a joint that is starting to look like a bleed, or just 
to check on him when he is in recovery mode.  She 
has been like Matt’s “school mom” and it has helped 
us all to deal with issues as they arise, with the goal of 
getting Matt back to class.

So as preparations are in full swing to prepare for 
the new school year, remember to add, “meet with 
teachers” on your to-do list along with packing pencils 
and searching for that perfect lunch box that screams 
your child is too cool for school!  Check out the 
resources below that can help guide you through the 
process and provide educational materials to leave 
with teachers.  In order to properly inform school 

personnel, this is a 
time where it is okay 
to do homework for 
your child!  

Resources:

National Hemophilia 
Foundation’s HANDI:
www.hemophilia.org

Hemophilia Federation 
of America:
www.hemophiliafed.
org

DisabilityHgov:
www.disabilityinfo.gov

School nurse Esther Krukar measures 
Matt’s arm for a suspected bleed.
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T
he time has come… you raised your child to 
adulthood, helping them through grade school 
then high school and now you are preparing 
them for college.  Applications, admissions, 

dining plans and dorm room supplies are taken care of 
and you feel confident you have prepared them to care 
for themselves and self-infusion.  A job well done and 
they are ready for a life independent at college without 
your caring supervision.  You’re an awesome parent!

Being an awesome parent, you have gone through the 
checklist over and over, and then it hits you – maybe 
you’re not sure everything is set up for college.  How 
will your child receive a delivery of factor?  What 
happens if a medical incident prevents attendance in a 
class that has mandatory attendance?  What are the

parking options on campus if and when your child has 
mobility issues?

Even the most amazing parents might benefit from an 
overview of a few items when sending your bleeding 
disorder son or daughter off to college.  There are 
general steps we can take as we prepare our students 
for college; and as we prepare college for our 
students.  Although the following information is not all 
encompassing, it may highlight areas not previously 
considered.

Contact the Disability Resource Center

The Disability Resource Center (DCR) or sometimes 
referred to as the Student Resource Center, will be 
your first line of defense.  The office will work with 
students even if they do not technically or legally have 
defined disability status.  Through the DRC, almost 
all necessary requirements can be managed.  Special 
permissions, accommodations, etc. are often all 
generated through this office.  Keep in mind the DCR 
will keep your information safe and protected as they 
adhere to HIPAA standards.  Other school departments 
don’t need to know the medical specifics – only that 
they are required and are directed so by the DCR
Every school and in every state, laws and regulations 
are different.  It is important to contact the school’s 
DCR, to register and discuss your child’s particular 
needs, and gain a solid understanding of what 
accommodations they are prepared to offer.

The College Send-Off
                                          A Guide to a 

                                            Smoother Transition

By Kelly Gonzalez
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Issues the DCR can address:

• If the school does not allow refrigerators in the 
dorms, permission can be granted for the purpose of 
safely storing medical products.

• Housing on the first floor of a dorm or on a floor 
with an elevator.  Many dorm buildings only have 
elevators on every second or third floor.  In the 
event the student needs to use crutches, it is helpful 
to avoid having to navigate stairs.

• Housing near the main hub of the school where 
many freshman classes are held.  This can help 
eliminate the need to walk long distances or take 
buses to class while carrying a heavy backpack.

• Housing near the cafeteria.
• Housing that provides private and easy access to 

a sink/bathroom.  In some cases, housing can be 
upgraded to a private room in a dorm suite at the 
same cost.  This option can ensure the safe storage 
of expensive factor products and medical supplies 
(needles and syringes).  It provides privacy when 
infusing and a quiet place when recovering from a 
bleed.  If the student has a port, it also allows for a 
potentially more sterile infusion area.

• In schools with non-air conditioned dorm buildings, 
a request can be made for a room with air-
conditioning. This can help the student stay more 
comfortable while recovering from a bleed.

• If the school does not allow freshmen to have 
vehicles on campus, ask for an exemption 
(assuming the parents want the student to have a 
vehicle).  Getting to doctor appointments or even an 
emergency room is more convenient with a vehicle 
nearby.  Whether or not the student has a vehicle 
disability tag, a well-located parking space can also 
be requested.

• In the event of an arm bleed, a note-taker can be 
arranged to accompany the student in class.

• In the event an injury leads to missing classes or 
exams, arrangements can be made with professors.

• Some schools offer a “disability living floor.”  Reject 
this option if possible and request the student be 
placed in a regular living situation.  Explain the 
student needs the option of keeping his health 
situation private.

• Be sure to document in writing (via email or fax) the 
names, dates and all decisions made.

• Follow up with the DCR and Student Housing 30 
days prior to the start of school, and again within a 
couple days of your child moving into the dorms to 
ensure all is in place.

Note: Especially college-aged people with bleeding 
disorders may not want others to know they are 
receiving services of any sort.  Many may feel 
embarrassed at any of these special requests and 
may deny needing them.  Explain to your child school 

personnel are trained not to disclose a student’s 
personal information – medical or otherwise.  Ensure 
them they may not end up needing any of the 
additional services, but to have them in place is 
extremely prudent and will save a lot of time and 
frustration in the event they are needed.

Pre-existing 504 Plan

Additionally, if you child had previous accommodations 
from a 504 for his/her bleeding disorder, these 
can most likely be enforced at college.  A 504 for 
health impairment is enforceable in federally funded 
educational settings for students, age 3-22.  If your 
child attends a state college or university, his or her 
504 accommodations can and should be implemented.

Provide 504 documentation to the DRC.  Register your 
child so accommodations are implemented as a safety 
net.  Being proactive and having DRC on your child’s 
side will save time and frustrations arising from trying 
to file appeals for missed classes and assignments due 
to a medical issue.

Contact the Hemophilia Treatment 

Center or Hematologist/Physician

Request from your hemophilia treatment center or 
hematologist/physician a medical letter (also known 
as a travel letter) outlining the basics regarding the 
bleeding disorder and recommended treatment.  Your 
child should keep this information handy and have it 
with him when needed.

Work with the Disability Resource Center to verify 
what documents, permissions and recommendations 
are needed from the physician.  A letter, on letterhead 
signed by a physician or qualified professional, 
containing pertinent requirements will most likely be 
necessary.  Knowing what you need from the physician 
in advance will help speed the process.  Some items 
that may need to be included are:

• Brief explanation of the medical condition
• Potential impact the bleeding disorder may have on 

the child’s education
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• Acknowledgement that temperature-controlled 
medication, needles, syringes and other supplies 
must be kept on hand

• Permission to use a dorm room refrigerator to store 
medication

• Request for suitable housing, accommodations and 
location

• Request a disability placard for use when mobility is 
a problem

Contact Student Health Service Center

Medical professionals on campus will need to be made 
aware they have a bleeding disorder patient on the 
school grounds.  Whereas a basic bump, bruise or fall 
may not be of major concern to other students, it may 
be a more imperative cause for concern for someone 
with a bleeding disorder.  Surprisingly often, many 
medical professionals have had little to no experience 
with a bleeding disorder patient.

Set up a call or meeting to learn the extent of care 
they can provide and plan on sharing with the medical 
clinicians an overview of your child’s bleeding disorder 
and the treatment protocols.  In many circumstances 
if trained in advance, medical personnel can assist with 
infusions if the patient can’t or is having trouble with 
self-infusion, reducing potential emergency room trips.

The Student Health Service Center may also provide 
a designated place to receive shipment of medication 
should delivery to a dorm room prove too difficult.  
They may be willing to securely store the bulk of the 
child’s refrigerated factor as well.  Keep in mind the 
student should always keep a couple doses on hand 
and pay special attention to the Health Center’s office 
hours so as not to run out of factor.

Research Local Medical Providers

In the event further care or emergency services are 
required, knowing which nearby medical providers 
or facilities can treat your child will relieve insecurity, 
especially given restrictions by insurance companies.
Help your child find a local primary care physician - 
ask the HTC or physician, or even the campus Health 
Center if they have recommendations.  Call to verify 
insurance benefits.  Assist in providing a bridge 
between the hematologist and new primary care 
provider.

Contact the nearest emergency room and let them 
know if the patient presents him/herself at their facility 
to give immediate attention.  Offer to include the new 
physician, nurse and ER personnel in an in-service.

Contact Campus Shipping and Receiving

Contact shipping and receiving to find their policies 
and procedures for receiving packages on campus, 
specifically refrigerated shipment of factor and supplies.  

Intake procedures vary from campus to campus, for 
example on one campus, the package may arrive and 
the intake department leaves a note on the door or 
sends an email to the patient.  On another campus, a 
“runner” will deliver the package to the dorm.

Determine the process on your students’ campus and 
set up a plan to ensure a shipment of factor isn’t left 
unsecured and/or unrefrigerated overnight or over a 
weekend.  Plan for deliveries to be made at the start of 
the week rather than Friday afternoons.

Consider Scheduling an In-Service

Working with your HTC, physician’s office, factor 
manufacturer representative, specialty pharmacy or 
homecare company, consider scheduling an in-service 
with the campus Disability Resource Center and 
Student Health Service Center and others that may 
have some interaction with your child’s health condition, 
such as the dormitory resident advisor.  Consider an in-
service for the local emergency room personnel and the 
student’s primary care physician’s office as well.

When a student goes to college, their support system 
undergoes a significant change.  They no longer have 
someone who has been trained to support, help find the 
vein, or assist in mixing their dose when needed.  It is 
important for the student to find someone whom he or 
she is comfortable disclosing their medical condition, as 
these people will be their new support system.  Check 
with your hemophilia treatment center or specialty 
pharmacy.  They are often willing to provide a brief 
in-service to teach the student’s roommates and close 
friends the basics of a bleeding disorder and how they 
can provide support.

Being a parent of a child with a bleeding disorder can 
often be worrisome and entail additional considerations. 
As your young adult leaves the nest, set him or her up 
for success and help ease insecurities by being as well 
prepared as possible.  
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Maintaining employment with a bleeding 
disorder or any other chronic condition can 
sometimes be a challenge.  Extensive or 

repeated time off work caused by bleeding episodes 
can create issues for those in the bleeding disorder 
community.  Luckily, there are organizations that 
are able to help, such as our national system of 
Vocational Rehabilitation Agencies.

Every state has its own Vocational Rehabilitation 
system with offices in just about every county.  These 
agencies provide invaluable services for individuals 
with a number of conditions, including bleeding 
disorders. Programs are designed to help individuals 
with physical or mental challenges find and maintain 
gainful employment.  By providing the necessary 
training or services to help an individual enter a new 
line of work, return to work, or join the workforce 
for the first time, vocational rehab programs make a 
lasting difference for the individuals they serve. 

The rehabilitation process varies from state to state, 
but usually begins by filling out an application and 
meeting with a counselor to determine eligibility.  If 
deemed eligible, participants work with a designated 

counselor to determine a proper career path.  
Each plan is unique to the individual’s ability and 
interest.  After a career plan is in place, the agency 
and counselor are there every step of the way with 
gainful and meaningful employment the ultimate 
end goal.

From assistance with special training or help with 
college tuition, VR counselors utilize a wide range 
of tools to help program participants find success.  
In addition to training and educational resources, 
the agencies maintain contact with an extensive 
network of employers who understand and work 
with employees who have unique challenges or 
limitations.  If you have found yourself struggling 
to gain or maintain employment due to a bleeding 
disorder or other chronic condition, the Vocational 
Rehabilitation Agency in your state is an excellent 
resource to find, continue or start a new career!

To view a state-by-state list of agencies, visit the 
following page maintained by the FDA:

http://www.fda.gov/downloads/AboutFDA/
WorkingatFDA/UCM277757.pdf   

Vocational
       Rehabilitation
By Justin Lindhorst
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By Paul Brayshaw

P
atient Services Incorporated (PSI) hosted its 
Spring 2016 Policy Forum in Washington, D.C. 
on April 26 for patients and stakeholders.  The 

agenda for the meeting involved an overview of 
current issues including H.R. 3742, the Access to 
Marketplace Insurance Act and the Medicare Part 
B Demonstration Rule, and several meetings on 
Capitol Hill with Members of Congress and staff to 
gather support.

Individuals with chronic, complex conditions rely 
on patient assistance programs to help cover 
the cost of maintaining health insurance.  With 
health insurance, these patients are able to ensure 
access to medications and services to help them 

lead productive lives.  However, in 38 states with 
marketplace health exchange, insurance companies 
are declining premium assistance payments from 
entities like PSI, the Rotary Club, the Shriners, 
as well as religious institutions.  H.R. 3742 is 
legislation to require insurance companies to accept 
payments from non-profit organizations.

If patients and their families are unable to access 
premium and copay assistance, there is great 
concern these people will not be able to maintain 
their insurance coverage.  Patients may need to 
attempt to qualify for other federal programs and 
be forced to liquidate assets just to qualify.  If 
patients are under 65, they may be required to 

apply for disability to qualify for Medicare.  
Other effects of premium prohibition may result 
in attempts by patients to use the emergency 
room for preventative care, ultimately adding to 
the overall costs of patient care.

Please contact your Member of Congress 
and request co-sponsorship of H.R. 3742 
to ensure health care coverage remains 
available for patients who choose a State 
Marketplace to purchase health insurance.  For 
additional information and talking points, visit:           
www.uneedpsi.org.  

MEDICARE
MARKETPLACE
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H
aving just returned from the Annual 
Hemophilia Federation of America Symposium 
in Las Vegas, I was struck by the amount 

of new products available for people with bleeding 
disorders.  For the first time in my life, multiple 
treatment options for the treatment of hemophilia 
B are available.  For patients with hemophilia A, 
treatment options are similarly robust.

As a patient myself, I am grateful for the 
enhancements and promise of improved health 
outcomes with newly advanced therapies.  However, 
through my personal experience and through 
several product switches over the last two years, 
I am rebuffed by the discrepancy between factor 
replacement therapy and recovery information in the 
product insert compared to the real world.

In statistics, replication is known as repetition of an 
experiment or observation in the same or similar 
conditions.  Replication is important because it adds 
information about the reliability of the conclusions 
or estimates to be drawn from the data.  The 
statistical methods to assess that reliability depend 
on replication.

My individual experience is only one data point and/
or health outcome that coincides with published 
clinical trial results.  Furthermore, results are highly 
variable.  However, through personal discussions 
and communications nationally, I have learned of 
patients who only achieved a 19-hour half-life for a 
product approved for treatment every seven days.

These real world experiences occur on a case-by-
case basis and given the volume of new products 
available and the potential for varying results, 
pharmacokinetic (PK) studies are of critical 
importance when initiating a new therapy to ensure 
all patients know how to properly dose if the trial 
results do not match real world experience.

A quick search on Wikipedia describes PK studies 
as the attempt to discover the fate of a drug from 
the moment that it is administered up to the point 
at which it is completely eliminated from the body.  
Some companies are paying for the cost of these 
studies when initiating a new therapy.  Although 
PK studies may not be a part of every therapy 
initiation, PK testing should be a complementary 
benefit offered to the patient and caregivers as part 
of a free trial to know how to respond in emergency 
situations, or if and when breakthrough bleeding 
occurs if the product is utilized for therapy.

With so many new and exciting therapy options 
available and on the horizon, people with bleeding 
disorders need to be reassured a prescribed therapy 
performs according to its indicated use.  In cases 
where the product does not achieve the same 
results as the clinical trial data, it is incumbent 
on the patient and clinician to clearly understand 
the PK of the therapy and how to properly 
manage a prophylaxis regimen and the risk of any 
breakthrough bleeding or trauma.  

Achieving Results
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CMS Proposes a Demonstration Project 
to Modify Part D Drug Payments

By Terry Rice

A
nnual costs for drugs and biologicals payable 
under Medicare Part B has doubled from 
$11 billion in 2007 to $22 billion in 2015.  

Medicare pays on a fee-for-service basis and 
for drugs on an average cost plus basis.  The 
Center for Medicare and Medicaid Services 
(CMS) has proposed a two phase, five-year 
demonstration project to test modifications 
to Medicare’s current reimbursement 
methodology.  CMS asserts that the current 
financial incentives encourage providers to 
choose therapies based on profit maximization 
rather than those of “high-value.”  High-
value healthcare is defined as producing the 
best health outcomes at the lowest cost.  Such is the 
premise for Phase 1.  CMS introduces in phase 2 Value-
Based Pricing (VBP) strategies to collect and share best 
in practice data, to drive high value drug utilization, 
adjust payments to providers and manufacturers 
linked to patient outcomes, and lower cost-sharing for 
beneficiaries.  CMS has experienced much criticism and 
push-back from professional medical groups, patient 
advocacy organizations, patients, providers of services, 
and congressional members as to the lack of early 
stakeholder input, transparency, scope of the initiative, 
legal authority, the disproportionate financial impact 
on rural and smaller providers, disruption of care for 
beneficiaries, and whether this initiative will actually 
lower total costs of care.

Medicare pays for drugs and biologicals under Part D or 
Part B benefits.  Part D is the prescription drug benefit 
associated with traditional oral medications.  Part B 
covers a very limited number of drugs and biologics 
that frequently require professional administration 
within a hospital outpatient setting, clinic, or physician’s 
office.  Part B drugs and biologics are often used to 
treat chronic expensive conditions.  Factor replacement 
therapy (FRT), oncology drugs, and rheumatoid arthritis 
therapies are some examples of those that fall under 
Part B coverage.  Part B drug benefits are not managed 
using traditional Part D drug management tools such as 
tiered cost sharing, step therapy, or utilization review.  
Part B reimburses using a quarterly adjusted “cost-
plus” methodology called ASP (average sales price) plus 
a markup of 6%.

Under current statutory cost plus reimbursement 
structure, CMS asserts providers are financially 
incentivized to prescribe more expensive therapies 
than lower cost therapeutically equivalent “high value” 
choices.  The math is simple.  A $1000 (ASP) brand 

name drug billed at 
$1060 (ASP+6%) 
yields a gross profit 
of $60 as opposed 
to a $10 (ASP) 
therapeutically 
equivalent drug billed 
at $10.60 (ASP+ 
6%) yielding $0.60.  
Profit maximizing 
providers generate 
100 times the profit 
while Medicare 
bears a 100-fold 

cost increase.  Using authority granted CMS under the 
Center for Medicare and Medicaid Innovation (CMMI) 
provision as part of the Affordable Care Act (ACA), 
CMS is seeking to test modifying the current financial 
incentives by launching this demonstration project.  But 
some in Congress as well as other stakeholders have 
been critical that the geographic size and scope of the 
proposed project exceeds its authority.  This project is 
massive.  Demonstration projects typically randomize 
a small representative subset of the population in 
question into control and one or more experimental 
arms.  Large enough to reach statistical relevance 
but small enough to limit, manage, and mitigate 
unintended consequences that can occur during any 
experiment.  Some in Congress have commented that 
randomizing 75% of the nation’s providers into one of 
the experimental reimbursement effectively invalidates 
Congress’ statutory authority to set reimbursement and 
is outside CMMI authority.

In phase 1 scheduled for September 1, 2016, all 
Medicare providers will be randomized into either 
the current statutory ASP + 6% reimbursement 
(control arm) or to a modified reimbursement ASP 
+ 2.5% plus a fixed payment of $16.80 per drug 
(experimental arm). Randomization will occur relative 
to each provider’s Primary Care Service Area (PCSA) 
location, which is essentially clusters of zip codes.  The 
reimbursement effect of the experimental arm would 
increase gross profits for drugs billed at less than $480 
and decrease it for those billed above $480.  This 
modification is intended to incentivize providers to use 
less costly alternative choices.  But such incentive will 
do little to influence provider drug choices for health 
conditions that have limited therapeutically equivalent 
substitutes.  Innovative and costly biologics are often 
sole source therapies.  Until alternative therapeutically 
effective therapies become available and/or an 



approved pathway for bio-similars is codified, this 
proposal will have limited affect influencing provider 
drug choice for these patients.  Even when choice of 
biologic therapies exist, there may only be one that 
effectively treats a specific patient.  If as a result of 
reimbursement modification providers can’t cover 
the acquisition cost for all drugs prescribed, then this 
could lead to limited provider formularies.  Not having 
available the most appropriate drug for a specific 
patient could incentivize providers to consider second 
choice therapies or to refer patients to another provider 
who is able to cover a first choice therapy acquisition cost.

ASP by definition means some providers must 
purchase drugs above and some below the average.  
Reimbursing providers at ASP (with essentially no 
margin) results in a competitive disadvantage to 
smaller rural providers and creates a competitive 
advantage to larger urban providers who can achieve 
lower acquisition costs through volume purchasing, 
rebates, early pay discounts, etc.  This would limit rural 
beneficiary’s access to care, convenience, increase 
cost, and potentially lower adherence to therapy for 
beneficiaries who depend on small rural providers.

Phase 2, projected to begin January 1, 2017, will 
introduce various Value-Based Pricing (VBP) strategies 
into both experimental and control arms.  Proposed 
VBP strategies are:

• Discounting or eliminating patient cost-sharing
• Feedback on prescribing patterns and online 

decision support tools
• Indications-based pricing
• Reference pricing
• Risk-sharing agreements based on outcomes

Half of providers within phase one control and 
experimental arms will again be randomized by PCSA 
zip codes to incorporate one of the above VBP tools in 
their reimbursement methodology.  Reimbursement for 
Part B drugs will occur under one of the following four 
formulas:

          Phase 1                Phase 2

Once Phase 2 is in full swing, 75% of all providers 
nationally, and therefore beneficiaries, will be involved 
in one of the experimental arms of the project, 
which will last for five years.

The project has also been criticized for its lack of 
scientific design as it will not be double-blind.  This

limits the likelihood of drawing any meaningful 
conclusions.  All participants, providers and 
beneficiaries alike, will know into which arm of the 
study they have been randomized.  Study participants 
will likely make bias choices once aware of which 
treatment arm they are assigned.

Congress has concerns about this initiative too.  Some 
242 members of Congress recently sent a letter to CMS 
concerned that phase one will harm patient access to 
needed drugs.  Seniors and those with rare diseases 
particularly.  On May 17th, 2016, the Energy and 
Commerce Committee held a hearing to hear testimony 
from invited stakeholder guests to discuss the merits 
and concerns regarding the proposed project.  As 
of yet CMS has been silent on its response to those 
concerns raised at the hearing.  On March 17, 2016, 
some 316 organizations that included both professional 
and advocacy stakeholders authored a letter to Leader 
McConnell, Leader Reid, Speaker Ryan and Leader 
Pelosi, essentially asking for Congress to convince CMS 
to halt implementation of the proposal until there has 
been intense stakeholder involvement in revamping 
the initiative.  Legislation, H.R. 5122, was recently 
introduced to prohibit further action on the proposed 
rule.  Most of us will one day be Medicare beneficiaries.  
It’s important to share your views with Congress 
whether you support, don’t support, or think a delay of 
this initiative is in order to allow various stakeholders to 
have time to completely vet and provide input to CMS 
before publishing the final rule.  Such a massive change 
to the Part B program will affect millions of stakeholders 
and beneficiaries.

The proportion of GDP spent on healthcare is increasing 
and truly unsustainable.  More and more people 
believe we are at a “tipping point.”  Escalating drug 
costs is sited as the largest driver of recent increases.  
Disproportionate healthcare expenditures are effecting 
what we have left of limited resources to meet other 
necessary public and private goods and services.   
Squeezing provider reimbursement from ASP + 6% 
down to even ASP plus “no margin” will do nothing 
to reduce the largest contributor to overall high drug 
cost…the ASP component.  A successful initiative should 
have tremendous initial stakeholder involvement, have 
clearly defined cost containment objectives with a high 
expectation to enhance both access and quality of care 
received by all beneficiaries, and be limited to a small 
representative sample of the study population.  
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ASP + 6% (control)

ASP + 6% with VBP Tools 
(experimental)

ASP + 2.5% + $16.80 flat fee 
(experimental)

ASP + 2.5% + $16.80 flat fee 
with VBP Tools (experimental)

ASP + 6% (control)

ASP + 2.5% + $16.80 
fee (experimental)



Ohio
Rania Salem
Friends and families of the 
Central Ohio Chapter of NHF 
gathered for their annual 
Chapter Open House March 4th 
at Super Games in Worthington.  This fun and popular 
event brings out the young for inflatable bounce house 
fun… as well as some adventurous, young-at-heart 
adults!  Everyone was introduced to Tauna Batiste, 
the chapter’s new Executive Director.  Tauna comes 
to the chapter with an extensive background in non-
profit organizations and we are excited to welcome 
her in this new venture.  Additionally, newly elected 
board members were introduced and welcomed - 
congratulations to Michelle McDorman, President; Jeff 
Stewart, Vice President; and Tracy Kauffman, Treasurer.  
The event also outlined the chapter’s events and 
fundraising initiatives for the remainder of 2016.  After 
burning up energy in the inflatables, everyone gathered 
for a pizza party and happy conversation.  Welcome 
once again to Tauna!

New York
Tina McMullan
The Coalition for 
Hemophilia B’s 10th Annual 
Symposium celebrated 
the 25th anniversary of the 
organization, and what a 
celebration it was!  The 
Symposium was held at 
the Grand Hyatt New York 
hotel adjacent to Grand 
Central Station and just a 
few minutes’ walk to Times 
Square and the Empire 
State Building.  The 
weekend activities began 
Friday, March 4th with 
breakfast and Food and 
Fitness Basics presented 
by Dr. Claudio Sandoval.  

Lunch and a Family Meet 
& Greet preceded separate 
sessions for the groups of 
men and women.

On Saturday morning, 
Wayne Cook, President of 
the Coalition, gave a warm 
and poignant welcome to 
the attendees.  The day 
moved forward with several 
informative educational 
sessions covering topics 
such as What’s New in Hemophilia? with Dr. Christopher 
Walsh, Bleeding Tendencies in Carriers with Dr. 
Robert Sidonio, Insurance Update presented by Kim 
Isenberg while Val Bias, CEO of NHF, spoke on My 
Life, Your Future-Genotyping Update.  The afternoon 
continued with TaijiFit with Rick Starks, which was truly 
inspirational and motivating, Positive Assertiveness 
with Ray White, and Motivational Interviewing by Linda 
Polhammer, RN.

The Coalition did not disappoint when it came to 
activities for young children and teens.  Children up 
to age 4 were provided childcare and entertainment 
including a magic show and treasure hunt.  5 to 12 
year-olds made their own junior magician kits, and 
on Saturday, were whisked away for a special trip to 
Madame Tussauds Wax Museum - located in the heart 
of Times Square.  Teens held a Teen Rap Session and 
learned about Navigating the Trials and Travel of High 
School and College and Food for Thought–When is Hope 
More Than Wishful Thinking.  Teens spent Saturday on 
an adventure with Patrick Torrey of GutMonkey followed 
by a session on Bullying.  When everyone returned 
from their activities, the excitement and cheerfulness of 
the day was evident in their happy faces.

Dinner, deejay, karaoke, 
raffles and a super 
fun, greenscreen photo 
booth… Saturday night 
had everyone moving!  

  Matrix
 on the Move!

President of the Coalition 
for Hemophilia B, Wayne 
Cook with Tina McMullan

Times Square
the place to be!
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There are some pretty impressive dancers and singers 
in this highly talented group of people.  It was a fun 
and playful way to wrap up a full day of education.  The 
Symposium concluded Sunday morning with breakfast 
and closing remarks by Dr. David Clark, Chairman of 
the Coalition.

We are so thankful to Kim Phelan, Christian Villarreal 
and everyone involved at the Coalition for making this 
awesome weekend possible.  This special group of 
people and the unique bond we share truly makes us 
family, and I can’t wait until our next family reunion!

Virginia
Terry Stone
Fred Flintstone was a 
natural bowler, as was 
his friend Barney Rubble; 
however, no one and I 
mean NO ONE has made 
a grander statement on 
the straight and narrow 
glistening lanes than 
the Virginia Hemophilia 
Foundation (VHF).  The 
beautiful sound of 
thunderous rolling bowling balls crashed their way to 
another successful fundraising event, Bowling for 
Bleeders, held March 5th across the state in Richmond 
and Virginia Beach.

More than 230 bowlers arrived to show their skills and 
raise money to support the chapter’s outreach, which 
is rich with education and fellowship events throughout 
the year.  More than $40,000 was raised thanks to 
the generosity of each team, donors, volunteers and 
industry sponsorships, including Matrix Health Group.

Bowling for Bleeders grows bigger each year and at the 
same time ushers in the long-awaited spring.  It helps 
shake off those winter time blues and venture out to 
have a ball – get it?!  So don’t let the sound of thunder 
scare you!  It may just be VHF doing what they do so 
naturally, making a difference for bleeding disorders 
patients in Virginia.

Illinois
Eva Kraemer
The roaring 20’s came alive as the Bleeding Disorder 
Alliance Illinois (BDAI) hosted a spring gala like no 

other.  The Gangster 
Gala was held at a local 
speakeasy - William 
Tell Holiday Inn in 
Countryside March 12th.  
Illinois bleeding disorder 
guys and dolls arrived 
dressed to the nines, 
as prohibition was once 
again in full force.  There 
was a lot of loot holed up 
from the latest heist, ripe 

for the picking, as the games 
to win a share in the take 
were plentiful.  The joint was 
jumping during the live auction 
as everyone bid on prizes 
including a Chicago weekend, 
a golf package for four at the 
Ruffled Feathers golf course, 
a day at Wrigley Field - home 
of the Chicago Cubs, and much more.  Big boss Bob 
Robinson and his BDAI henchmen pulled out all the 
stops for this swanky affair, and this dame was happy 
to be a part of this poppin’ affair for a great cause!

Tennessee
David Tignor,
Stephen Lawrence
Partnering with Pfizer, Matrix 
Health Group introduced a 
Certified Nurse Educator 
program on March 12th at 
Amerigo Italian Restaurant in 
Nashville.  Daysi Fardales, RN, 
NP presented Persistent Pain: Considerations for the 
Hemophilia Community.  Daysi discussed the difference 
between acute and persistent pain.  She helped identify 
treatment barriers such as not seeking help, insurance 
issues, and dependency, to name a few.  Persistent 
pain can reduce quality of life and affect other issues 
such as psychological distress, trouble sleeping, and 
relationships with friends and family.  Those dealing 
with persistent pain should consider speaking with their 
health care provider to assess the degree and impact it 
has on life, and create a treatment plan to help manage 
the effects.

Since everyone experiences acute and/or persistent 
pain to some degree in life, this topic led to numerous 
conversations regarding personal experiences 
throughout the presentation.  Afterward, conversations 
continued as everyone shared stories, how they 
managed pain, and options they may consider when 
discussing with their health care provider.

Alabama
Cyndy Coors and Eric Lambing
Celebrate was the theme for this year’s Hemophilia 
and Bleeding Disorders of Alabama’s (HBDA) 
Annual Meeting on March 18-20th!  Friday night’s 
opening ceremony at the Embassy Suites Hotel and 

Conference Center in 
Montgomery was fun 
for all with clowns, 
balloons, food, and 
time for community 
members to visit with 
participating booth 
exhibitors.

After breakfast 
on Saturday, the 
education began in 

Yes Virginia, there IS a
 Mr. Sue!  Biogen’s Sue 

Cowell and husband Charles, 
Bowling for Bleeders!

Red Tie Challenge Participants!
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earnest with pertinent sessions including; Continuing 
Innovation to Support Hemophilia A Community; 
Deciding if You’re Camp Ready; Financial Planning; A 
New Option for Hemophilia B–IXINITY; Living Well with 
Hemophilia; and Getting’ in the Game.  While the adults 
attended sessions, the children were thrilled with a trip 
to Chuck E. Cheese and to Carmike Cinemas to watch 
an age-appropriate movie.

Throughout the meeting, red ties were available to 
everyone to participate in the National Hemophilia 
Foundation’s Red Tie Challenge in support of Bleeding 
Disorders Awareness Month.  Saturday evening gave 
way to HBDA’s 4th annual Karaoke-Off Competition, 
which also serves as a fundraiser for the chapter.  The 
meeting drew to a close on Sunday with a few breakout 
sessions, a board meeting and door prize drawings.  
Thank you to all involved in hosting this enlightening 
and fun weekend!

California
Heather Mikels Messerly, Gabriela Griffin, Kelly 
Gonzalez, Meredith Paige and Laurel McDonnell
March 19th was the date for the Hemophilia Association 
of San Diego County’s Annual Meeting/Family 
Information Day held at the scenic Zoo Safari Park 
in San Diego.  We were graced with the utmost perfect 
weather for this event!

With over 100 community 
members in attendance 
the day began with a 
continental breakfast 
and visits to industry 
booths to mingle and 
learn about the services 
available to the bleeding 
disorders community.  

The educational part of the meeting soon followed 
with amazing speakers presenting on essential topics.  
Diane Masser-Frye of Rady’s Childrens Hospital in San 
Diego covered genetics; Kristi Harvey-Simi shared 
information regarding the resources available through 
NHF; Dr. James Hammel spoke about skills for coping 
with depression and anxiety; and Mrs. Rose Bender 
recounted her personal story as a young woman living 
with hemophilia.

Nooshin Kosar 
provided an update on 
the San Diego Chapter 
and Dr. Annette Von 
Drygalski followed 
suit with an update on 
University of California 
San Diego Hemophilia 
Treatment Center.  
As adults learned at 

the sessions, children shared time in an awesome, 
behind-the-scenes tour of the zoo.  As the speakers 
wrapped up and children returned, lunch was served.  
In conclusion, everyone was given the opportunity 
to spend the rest of the day at the zoo, visiting and 
learning about the many fascinating animals.

March 20, 2016  New Jersey
Rich Vogel
Not even the threat of a spring snowstorm could keep 
community members from attending an Educational 
Dinner on Sunday, March 20th at Sophie’s Bistro 
in Somerset.  A bistro is a place for good times 
with friends and Sophie’s fit the bill perfectly.  The 
atmosphere was comfortable and unpretentious, 
making everyone feel right at home.  The décor is 
modeled after classic French Bistros with country 
antiques, large open shuttered windows, dark woods, 
soft pastel colors and walls covered with family 
pictures, all of which makes Sophie’s an intimate, cozy 
environment.  The menu had something for everyone, 
from an appetizer of fried Brie with caramelized onions 
to traditional French dishes like Boeuf Bourguignon, and 
of course, crepes for dessert.

Hosted by Matrix Health Group and presented by 
Bayer Healthcare Pharmaceuticals, the presentation 
focused on Pain in Hemophilia, a topic many of us 
can relate to, including the caregivers in attendance.  
Not only is it important for people with hemophilia to 
understand that pain is a journey, it is essential to be 
able to describe the intensity and the level of pain to 
their healthcare provider.  The brain is wired for pain, 
and techniques on how to “re-wire” the pain receptors 
were discussed including mindfulness, visualization and 
controlled breathing.

I first met our presenter, Linda 
Peacock, RN, BSN, MBA, when I 
was the consumer representative 
and she was the education task 
force chair for Region II.  Linda was 
also Assistant Executive Director 
of the Albany Hemophilia Center 
in New York for 9 years and was 
instrumental in establishing a 
unique first responder protocol for hemophiliacs in the 
state.  Her passion has always been with hemophilia 
and in 2014, was hired by Bayer Pharmaceuticals as an 
educational support for HTCs, patients and chapters.

Not only did the evening provide tasty French cuisine, 
enjoyable social time, but everyone left with a new 
understanding of recognizing and dealing with pain in 
different ways.

March 23, 2016  California
Heather Mikels Messerly
On behalf of our sons who are both affected by 
hemophilia, Michele Warner of Hemophilia Alliance 
of Orange County and I decided to participate in the 
Global Genes 5k Denim Dash held at Global Gene’s 
corporate office in Aliso Viejo March 23rd.  “Global 
Genes is a leading rare disease advocacy organization 

Linda Peacock, 
RN, BSN, MBA

Representing Factor Support 
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with global 
reach to the 
worldwide 
rare 
community 
of patients, 
caregivers, 
advocates 
and clinical 
partners.  Our 
mission is 
to eliminate 

the challenges of rare disease.” 
(globalgenes.org)

We grew our team with the addition 
of my son Trevor, and Mikey and 
Rachel Forbes; being of a competitive 
nature, our team came in first!  Mikey 
placed first for male runners, while 
his sister, Rachel, was the first place 
female runner.  Mikey has severe 
hemophilia A and has overcome high 
titer inhibitors.  He and his siblings are 
competitive swimmers, but apparently 
they can fly out of the water as well 
as in it.  Michele, Trevor and I also ran 
the entire race, just not as fast as our 
two speedy teammates.

By coming in first, Mikey and Rachel were interviewed 
by media and were able to share some hemophilia 
education.  What a wonderful and unique way to raise 
awareness for bleeding disorders!

Florida
Peggy Gay
Hemophilia Foundation of Greater Florida hosted a 
special Women’s Tea Luncheon for mothers and 
daughters of bleeding disorder families on April 2nd.  
Sponsored by CSL Behring, the event took place at 
Disney’s Grand Floridian Resort and Spa located in Lake 
Buena Vista where we enjoyed beautifully presented 
salads and were spoiled with teacakes, croissants, fresh 
fruit, desert tarts and hot tea.

Our guest speaker, Dr. Irmel Ayala, Medical Director 
of the Pediatric Hemophilia Treatment Center of 
All Children’s Hospital in St. Petersburg gave an 
educational presentation on hemophilia and von 

Willebrand Disease, 
and how to 
manage various 
bleeding episodes.  
This informative 
meeting proved 
to be another 
successful program 
providing women 
of our community 
the opportunity to 
learn and share 
with one another.

Nevada
Kelly Gonzalez
The plan on April 4th was to host an Infusion Practice 
Clinic and have a catered dinner at the Nevada 
Hemophilia Treatment Center in Las Vegas; however, 
within an hour of the event, a power outage had us 
scrambling to find another venue.  The outage not only 
affected the HTC, but also the Olive Garden from where 
our dinner was being provided.  
In a frenzy, calls were made to 
secure an alternate venue and 
registered attendees notified.  
All 15 patients and family 
supporters changed course 
and met at an Olive Garden 
in Henderson, where they still 
had power, and graciously 
accommodated our group in a 
private room.

Appetizers were enjoyed as I 
welcomed everyone; explaining 
that as a parent of a daughter 
with a bleeding disorder as 
well as being a patient, self-
infusing is vitally important 
to master.  Becki Berkowitz, 
Nurse Educator of the Nevada 
HTC, gave an overview on 
administering an infusion along 
with a demonstration.  One 
by one, patients and their 
family members went through 
a practice session with Becki, 
assisted by Maria Vargas, also 
with the HTC.  The patients 
learned about the benefits of 
home and self-infusion including 
the feelings of independence and 
freedom that come when you are 
more able to care for yourself 
and loved ones.

Patients were able to share and 
discuss best practices. David, 
a life-long patient and expert 
infuser helped answer patient-
to-patient questions and provide 
mentoring for new peripheral 
access infusers.  The dinner ended with dessert and a  
Q & A session.

The Nevada HTC team frequently partners with FSN to 
provide education for our community members.  Thank 
you to all who attended despite the power outage, and 
to Becki and Maria for their support!

Illinois
Eva Kraemer
The Bleeding Disorder Alliance Illinois (BDAI) changed 
up the location and headed downstate to host its 
annual Statewide Education and Fun Weekend 
Saturday, April 9-10th at the Marriott Pere Marquette 
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in Peoria.  After a warm 
welcome was extended 
by Executive Director Bob 
Robinson, Kristi Harvey-
Simi, Manager of Chapter 
Development at NHF took 
to the stage to discuss 
upcoming opportunities 
for the bleeding disorder 
community.

After lunch, Dr. Michael 
Tarantino, Medical Director 
of the Bleeding and Clotting 
Institute discussed what’s 
new for the community 
on the product pipeline.  
Afternoon breakout 
sessions included Exploring 
Emotional Well-being and 
Food for Thought: Healthy 
Choices for Those with a 
Bleeding Condition.  Both 
sessions were facilitated in English and Spanish.  The 
meeting also included a Blood Brotherhood session on 
communication strategies for a healthy relationship and 
information on how to get involved in the Annual Walk.

Families enjoyed dinner followed by a deejay, 
karaoke, laughter and dancing, while networking and 
reconnecting with other families from around Illinois.  
Sunday morning’s session was dedicated to advocacy 
and maximizing your voice, which concluded the event 
with enthusiasm and momentum.  Matrix Health Group 
was pleased to have participated!

Maryland
Paul Brayshaw
Members of the 
Hemophilia Foundation 
of Maryland gathered 
at the Hilton Hotel BWI, 
near Baltimore April 
9th for their Family 
Educational Dinner 
Night - an evening of 
food, friendship and 
education.  Attendees 
enjoyed a cocktail hour 
and were encouraged to visit the vendor displays with 
an Exhibitor Bingo Card.  The main event of the night, 
An Introduction to a New Long-acting Factor 8 Product-
Adynovate, provided everyone with information on this 
product and enhancements for people with hemophilia A.

New Jersey
Richard Vogel
On April 9th, over 120 community, pharmaceutical 
and specialty pharmacy members donned black ties 
and evening gowns for Hemophilia Association of New 
Jersey (HANJ) 36th Annual Testimonial Dinner 
Dance Humanitarian “Man of the Year” honoring 

Peter O’Malley, Vice President US Patient Advocacy 
Baxalta, US Inc.

Starting his career with Baxter as a territory business 
manager responsible for hemophilia and IVIG therapies 
in New Jersey and Pennsylvania, Peter has built 
his career at Baxter to his current position.  He is 
responsible for understanding the needs of hemophilia, 
Primary Immunodeficiency (PI), Alpha-1 and Multifocal 
Motor Neuropathy (MMN) patient communities, leading 
the Baxalta US Patient Access organization to address 
these needs with a focus on access to optimal care, and 
helping to provide the patient voice into all appropriate 
internal discussions.  Peter was joined by family and 
friends including his wife, Deborah, and his brothers 
and sister, all who live in New Jersey.

Personally knowing Pete for over 25 years, I can’t 
think of a person more deserving of this honor.  Pete 
has always been a friend and advocate to my father 
and myself, as well as to the hemophilia community in 
general.  He is always willing to make time for others 
out of his busy schedule and I proudly call him a friend.

The evening started with hor d’oeuvres and cocktails 
at the newly renovated Fiddler’s Elbow Country Club 
in Bedminster.  The evening progressed to the award 
ceremony, dinner and dancing.  Traditionally, the 
Master of Ceremonies is last year’s award recipient; 
however, standing in for Lars Sorensen of Novo Nordisk 
was Eddie Williams, Senior VP of Novo Nordisk who 
presented Peter with the Steuben Eagle.  Around the 
world, there is no greater symbol of achievement and 
accomplishment than this magnificently carved statue 
proudly standing as a sign of exceptional success.  
Eddie also recognized my friend Glenn Rosenwald, 
one of the founding family members of HANJ.  The 
celebration lasted well into the evening with everyone 
enjoying the sounds and dancing to the music of    
Night Moves.

Congratulations to Peter on this memorable evening!

Michigan
Bonnie Culver
“When you hear of SpringFest, know it’s time to Learn, 
Relax, and Have Fun!” (hfmich.org).  It was a beautiful 
weekend in Michigan as families from all around the 
state gathered for the ever-so-popular Hemophilia 
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Foundation of 
Michigan’s (MFH) 
SpringFest!  With 
700 people in 
attendance, the 
Bavarian Inn in 
Frankenmuth was 
filled to capacity 
for the chapter’s 
largest annual consumer   
education conference.

In addition to children and 
teen programs, 8 medical 
presentations and 18 
educational sessions were 
offered over the weekend, 
with sessions in Spanish
available for the first time.  
Additionally, more than 50 
people participated in the Newly 
Diagnosed program track.

New to this event was an initiative 
to help HFM Stuff the Tent 
benefitting children with bleeding 
disorders attending Camp Bold 
Eagle.  Children are very eager 
and excited to attend camp; however, sometimes 
campers arrive with missing essential items as they 
are overlooked or forgotten.  Stuff the Tent collects 
donated items such as blankets, pillows, sheets and 
clothing along with many other camping essentials.   
For anyone interested in contributing, HFM is still 
accepting donations.  An Amazon wish list can be found 
at http://tinyurl.com/zpg6lyu.

Congratulations to HFM, their dedicated staff and 
awesome volunteers for once again hosting this 
extraordinary event!

Indiana
Enrique Morey
On World Hemophilia Day, April 17th, Hemophilia of 
Indiana Inc. (HOII) and over 30 friends joined together 
at Pinheads Entertainment Center in Fishers for the 
6th annual Bowling for a Cure marathon to raise 
awareness for hemophilia.  The event also raises 
funds to benefit the Judy Moore Hemophilia of Indiana 
Scholarship - an educational scholarship that awards up 
to $10,000 annually to support Hoosiers with Bleeding 
Disorders.  The festivities consisted of 100 frames of 
bowling followed by food and a chance to connect and 
compete with peers!

Special thanks to CSL Behring and Novo Nordisk for 
their contributions, and to HOII for an amazing day.  
We were glad to share in this “striking” event!

Pennsylvania
Tina McMullen
Whether running or walking, it was a picturesque day 
at Ridley Creek State Park in Media for the Brandywine 
Valley Hemophilia Foundation’s 2nd annual Big Red 
Run/Walk 5k!  The day started a little on the cool 
side, but quickly 
warmed up as 
walkers and 
runners from 
Pennsylvania 
and the 
surrounding 
states of 
Delaware and 
New Jersey 
navigated the course’s huge hill.  Generous sponsors 
and enthusiastic participants brought in over $25,000 
for the chapter.  The event was hugely successful, and 
everyone enjoyed a delightful and energetic day!

Virginia
Paul Brayshaw
For the second year, the Hemophilia Association of 
the Capital Area (HACA) hosted a Wine Tasting 
Fundraiser at the Union Street Public House pub in 
Old Town Alexandria.  On April 
17th, members of the chapter, 
friends and guests enjoyed 
numerous tastings of local 
and national vintages, while 
pairing the selection with 
delicious hors d’oeuvres.  A 
silent auction of gift baskets 
provided added enjoyment for 
everyone who yearned for a 
lavish assortment of donated 
items on behalf of good cause.  
Thanks to HACA and all the great work they do on 
behalf of the bleeding disorders community.

California
Meredith Paige
What do buffalos, families and an island off the coast 
of Southern California all have in common?  Camp!  
I was invited to volunteer at the 2nd annual Latino 
Hemophilia Foundation Family Camp the weekend 
of April 18-20th.  Though I didn’t really know what 
to expect - rumor has it buffalo roam the island - I 
accepted the invitation!

Fast-forward to a cool, breezy morning, the group 
of over 140 family-campers braved an hour-long 
ferryboat ride across open ocean to Catalina Island.  
The seas were a bit choppy and a few did have a little 
trouble with motion sickness, but eventually we all 
made it there safely.  Once on the island, the campers 
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were transported to a 
rustic campsite along the     
water’s edge.

So, what do we mean by 
“rustic” in this context?  
Imagine M*A*S*H-style 
canvas tents - open air 
sleeping on the wood floor 
(or if lucky, army cots), very 
limited access to electricity 
and very limited bathroom 
options.  In addition, my 
tent did NOT have a door.  
And, yes, it IS TRUE… there 
ARE wild BUFFALO roaming 
free at all hours of the day and night on Catalina Island!  
Some of those large, hairy critters with horns got as 
close as 50 yards from the campsite!  And remember, 
no door to close while you are trying to sleep… Despite 
the “roughing it” aspect, everyone had a wonderful 
time.  Kayaking and water sports by day, campfires 
complete with fireside skits and Chubby Bunny contests 
by night.

My volunteer role at this camp was both as an assistant 
to the infirmary nurse and as an extra set of hands 
on the waterfront.  As it turned out, some younger 
campers were not experienced swimmers.  My water 
safety training as a Certified Master Diver came in 
handy.  So on went the wetsuits (the Pacific Ocean is 
very cold!) and onto the paddleboards we all went!  If I 
am offered this opportunity next year... count me in!”

Virginia
Terry Stone
It’s hard to know when you need 
to evoke untapped skills like the 
“art of the steal!”  Who knew how 
valuable this maneuver would be on 
a pleasant Sunday afternoon for countless attendees 
at the Virginia Hemophilia Foundation’s Annual 
Wine Tasting Silent Auction, April 24th at The 
Valentine Museum in charming Richmond.  Thankful 
for a beautiful spring day, the event was held in the 
courtyard, which came alive with laughter and joy as 
the crowd grew!

More than 100 supporters were warmly welcomed 
by chapter staff, a tasty spread of light faire, great 
music and tables galore of value-packed silent auction 
and raffle items including wine tasting packages, 
week   long beach get-a-ways, paintings, spa days 
and romantic escapes.  Now let’s circle back around 
to the art of the steal!  This is where those who have 
perfected this skill will score one of the many silent 
auction items available.

Indeed, the skill sure came in handy for the fearless 
souls who worked the tables of silent auction items.  It 
was clear many had found the perfect items to bid on.  
Quiet and casually, bids were placed using their private 
auction number.  Then they waited, nonchalantly 

tasting wine, visiting   
with friends, all while 
keeping one eye on 
the prize, THEIR prize, 
or would it be?  This is 
where you go big or go 
home!  Bid, wait, watch… 
bid again.  Finally time 
was up and only the truly 
skilled and amazingly 
generous scored!

It should also be 
mentioned the music that fueled the bidding and 
overall joyful afternoon was none other than our own 
Kelly Fitzgerald of PSI fame.  As the lead singer of her 
bluegrass band, Church Hill Music Co., she and the 
guys amazed the crowd with their folksy renditions 
of some classic country songs.  They were fantastic, 
and although we would never want Kelly to quit her 
day job… she could, because those pipes of hers are 
something special!  Who knew!

Thanks to all who attended; more than $28,000 was 
raised.  Matrix Health was a proud supporter of this 
popular event.  Let’s raise a glass to VHF for a “spirited” 
event - may they continue to outgrow venues to make 
more room for even more amazing and generous folks 
excited to lend their support to this great chapter.

New Jersey
Richard Vogel
Collaboration is the process of two or 
more people or organizations working 
together to realize shared goals, and 
on Sunday, April 24th, that is exactly what happened 
at Forno’s of Spain, a Spanish/Portuguese restaurant 
in the Ironbound district of Newark.  My friend and 
colleague, Hector Heer, a Regional Care Coordinator 
from Florida, flew to New Jersey and together we 
hosted an Educational Dinner.  Sponsored by Novo 
Nordisk, community members and their caregivers 
were in attendance.  Tucked away in a private room, 
we shared a family-style meal because, after all, we 
are family in the bleeding disorders community.  During 
the meal of salad, Spanish sausages, fried calamari, 
garlic shrimp, sautéed portobello mushrooms, seafood 
paella, swordfish and garlic chicken, we heard about 
the HERO: Strength in Numbers study.

Recently, more than 1200 people took part in the HERO 
(Hemophilia Experiences, Results, and Opportunities) 

study.  They were asked how 
hemophilia has impacted their 
lives, both good and bad.  
You may ask, “How can their 
experiences help me?”  Our 
speaker for the event, Dr. 
Claudio Sandoval, Hematologist 
and Professor of Pediatrics 
at New York Medical College, 
explained different ways to 
turn their experiences into 
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new ideas.  Then, using the power of the hemophilia 
community, you can adapt those ideas to help change 
your view of hemophilia.  He also discussed inventive 
ways to inspire yourself and others in your life.  
This opened up a lively dialogue in which everyone 
participated.  We discussed psychosocial issues in 
hemophilia, different takes on sports and activities, and 
paying it forward to others with hemophilia.

As always, getting together with members of our 
community always leads to a pleasant and thought-
provoking time.

New Jersey
Rich Vogel
I like to cook.  I also like a glass 
of wine, so to quote WC Fields,” 
I cook with wine.  Sometimes I 
even add it to the food.”

On Monday April 25th, Hemophilia Association of New 
Jersey’s (HANJ) Annual Gourmet Dinner and Wine 
Tasting event featured Women Wine Makers.  Hosted 
by board member Mark Scudiery, who donated wines 
from his foundation of the same name, the event 
was held at Il Capriccio, a beautiful Italian restaurant 
in Whippany.  Amid hand-passed hor d’oeuvres, 
community members, manufacturers and specialty 
pharmacy representatives mingled, networked and, of 
course, imbibed in some delicious wines, all crafted by 
women wine makers.  We then sat down to a dinner 
of handmade pasta with a duck ragù sauce followed 
by braised lamb shank with a Barolo wine sauce over 
risotto.  A cheese course cleansed the palette before a 
dessert of chocolate lava cake.

To sum it up, the evening was a great success!  
Proceeds raised will go to assist chapter programs and 
direct patient care.  Matrix Health Group was proud 
to be a sponsor of this event, and happy to support 
HANJ and the fantastic work they do for the bleeding 
disorders community.  “Accept what life offers you and 
try to drink from every cup.” - Paul Coelho.

Tennessee
Shannon Cassada
Bang!  With a shotgun start, 18 teams of golfers began 
hitting little white balls as far as they could in hopes 
of landing them on the shortest cut grass and rolling 
closest to the pin, eager for a hole-in-one!  Taking 
place at the Westhaven Golf Club in Franklin, the 
Tennessee Hemophilia & Bleeding Disorders Foundation 
held its Music City Golf Classic on April 25th.  Warm, 
sunny with a refreshing breeze - the weather could 
not have been better for this annual fundraiser!  Team 
Matrix Health Group, represented by Eric Lambing, 
Jerry Dunlap, Alden Dunlap and Chris Cassada, 
enthusiastically broke out their clubs to join the fun and 
support the foundation.

After the tournament, everyone gathered at the 
clubhouse for a tasty meal and to hear a presentation 

by two men with 
hemophilia conveying 
the importance of 
bleeding disorders 
camp and how the 
funds raised would 
benefit Camp Freedom 
for Tennessee children 
with bleeding disorders.

Although Team Matrix 
did not come in first 
place, they still considered themselves winners after 
spending the day laughing and enjoying the company 
of those who shared a common interest.  On this 
particular day, everyone was a winner!

Ohio
Shelia Biljes
It was another great 
turnout for Northern Ohio 
Hemophilia Foundation’s 
Black and Blue Ball 
on April 29th!  With over 
200 in attendance, the 
sea of black ties and blue 
jeans filled the ballroom 
at the Ritz-Carlton Hotel 
in downtown Cleveland.  
The auction table stayed 
crowded as potential 
bidders perused while 
others enjoyed time at a 
wine pull, heads-and-tails 
game and of course, the 
50/50 raffle.  This event 
raises over $35,000 each 
year to support the chapter’s many programs.

The food was amazing and the guests worked those 
calories off on the dance floor.  Congratulations to the 
chapter for a job well done!

Pennsylvania
Tina McMullen
“There’s no more valuable possession than friends and 
no better time than now,” is the phrase associated 
with the 37th Annual Luncheon and Fashion Show 
hosted by the Eastern Pennsylvania Chapter (EPC).  
Although the skies were gray, it was a vibrant day 
inside the Green Valley Country Club in Lafayette Hills 
April 30th.  Over 200 elegant ladies arrived for this 
sophisticated and charming event.  The day included 
a luncheon, wonderful raffle items, an array of door 
prizes, and of course, a lovely fashion show featuring 
models and junior models from the EPC.

The show promoted designs by Dress 
Barn while All Around Entertainment 
provided lighting, music and a deejay 
who announced the junior models as 
they took to the runway.  Regina Butler, 

Kasiri and Aaron entertain Shelia 
Biljes and keep her smiling

Team Matrix on the board!
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A Wild Time in the Jungle!
By Pamela Sossi

Matrix Health Group South Florida employees weren’t monkeying around when they 
participated in the 6th Annual Jungle Island Walk May 1st, in support of the Florida 
Hemophilia Association.  It was a gorgeous day at Jungle Island, a zoological park in 
Miami, as 57 teams made up of friends and families walked through the park stopping 
to look at the array of animals including exotic birds, monkeys, snakes, and let’s not 
forget to mention Ligers!  The walk not only raises awareness and funds to support 
research and provide chapter programs to people with bleeding disorders, but it also 
brings families together who are dealing with similar issues and may have not otherwise 
met.  As Matrix Health Regional Care Coordinator, Hector Heer states, “This event was 
made possible because of the involvement of the caring people of our community.”  
Congratulations to the Florida Hemophilia Foundation and all involved in hosting this 
enjoyable walk.  It was another wildly successful event in the Jungle!
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RN, Children’s Hospital 
of Philadelphia was 
acknowledged and 
congratulated for the 
Lifetime Achievement 
Award she received at 
NHF’s Annual Meeting 
in Dallas.  The Fashion 
Show Committee, along 
with Executive Director 
Curt Krouse and his 
staff, not surprisingly, 
did an amazing job once 
again.  Congratulations!

California
Heather Mikels Messerly
Lots of laughter filled the air at the 
Crosby Course at Rancho Santa 
Fe in San Diego on May 3rd.  
On this most perfect day of 
ideal weather, the Hemophilia 
Association of San Diego 
County held its 23rd Annual 
Charity Golf Tournament.  
This gorgeous golf course was 
designed by Fred Couples and 
Brian Curley, and is named 
after Bing Crosby - the views 
are simply spectacular!  Equally 
spectacular is the fact this 
event raised over $50,000, 
which the chapter will use to 
directly benefit the bleeding 
disorders community through 
educational programs, services, 
sending children to camp and providing financial 
assistance to those in need.  Boxed lunches, silent 
auction items, award announcements, camaraderie and 
even more laughter wrapped up this extraordinary day!

Pennsylvania
Tina McMullen and Rich Vogel
The Eastern Pennsylvania Chapter of the NHF (EPC) 
held their Annual Family Meeting at the Hilton 
Philadelphia City Avenue on May 3rd.  Over 450 people 
attended this event, demonstrating how much our 
chapter is growing!  This proved to have the highest 
attendance for an event in the chapter’s history.  In 
addition to an exhibit hall and dinner program, the 
agenda included salutes to Regina Butler, RN of the 
Children’s Hospital of Philadelphia for the Lifetime 
Achievement Award presented to her at NHF in Dallas 

and to M. Elaine Eyster, 
MD, Director, Hemophilia 
Program, Penn State 
Hershey Cancer Institute, 
on her retirement after 
many years of service in 
the bleeding disorders 
community.  Karla Beckner-
White, State Government 

Affairs Manager, East Coast at CSL Behring, presented 
updates on Research and Advocacy.

Congratulations to Curt Krouse, Executive Director, and 
his staff and volunteers for all their hard work on this 
flourishing and important event.

Tennessee
Cyndy Coors
A beautiful small town with a great big 
heart is the setting for the Tennessee 
Hemophilia and Bleeding Disorder 
Foundation’s annual Be A Factor 5K.  The 
weather on May 7th was perfect, and the 
turnout at the high school track in Louden 
was the largest crowd yet to participate in 
this fundraiser. Congratulations to Julio L. 
for coming in first place with a time of 18 
minutes, 53 seconds!  The camaraderie 
shared makes this event so joyful and we 
look forward to it every year!

California
Kelly Gonzalez and Marina Vera
With over 200 people gathering together for dinner on 
May 13th, Hemophilia Foundation of South California’s
Family Education Days was off to a great start!  
Presentations were given by Laurie Kelley (Author, 
Advocate, Founder of Save One Life) and Michelle 
Rice (VP of Advocacy and Stakeholder Relations, NHF) 
addressing the state of insurance and product updates 
as they pertain to insurance coverage.

Following breakfast the next morning, education was 
in full swing as patients and caregivers learned about 
topics covering various bleeding disorders, Save One 
Life and Patient Advocacy.  Attendees were also able to 
participate in breakout session as well as round table 
conversations with providers.

Rich Vogel looking happy!

All the pretty ladies - Vickie and 
Megan with Tina McMullan

Heather with pro golfer 
Perry Parker and 

Brian Taylor

Paul Clement, Laurie Kelley, Kelly 
Gonzalez and Michelle Rice

Kelly Gonzalez and
Ally Remigio



The day wrapped up with families joining Snoopy for 
exciting fun at Knott’s Berry Farm Amusement park!  
Thank you to HFSC for allowing us to be part of this 
great event!

Florida
Marcy Foertsch        
and Joe Opalka
Power to the bleeding 
disorders community!  
Even with temperature 
close to 90 degrees, 
nothing deterred the 
hemophilia community 
from joining forces to 
make a difference!  Formerly known as Tampa Bay Clot 
Trot/Spring Walk, Hemophilia Foundation of Greater 
Florida held its Inaugural Woodstock Walk for 
Bleeding Disorders at Al Lopez Park in Tampa on
May 14th.  Boasting a groovy hippie theme, 60’s and 
70’s music energized the crowd. Wearing tie-dyed 
t-shirts, Team Matrix (a.k.a  Team Keep on Truckin’) 
contributed cases of Gatorade and water  to keep the 
walkers well-hydrated.

With over 200 participants on 27 teams, the chapter 
exceeded its goal by raising more than $43,000, 
which will be used to send kids to camp and provide 
emergency assistance to community members in need.  
Congratulations to St. Joseph’s Clotting Crusaders for 
being the top fundraising team!  This far out event   
was outasight!

North Carolina
Peggy Gay
Hemophilia of North Carolina 
(HNC) hosted its largest 
bleeding disorder educational 
meeting in the state of North 
Carolina May 14th.   Held at the 
Sheraton Greensboro Hotel, 
the chapter’s 43rd Annual Meeting proved to be well-
attended, very informational and a lot of fun!

In addition to covering the business of annual reports 
and electing board members, the meeting focused 
on a variety of break-out sessions and educational 
presentations.  Topics included Genetics; Taming the 
Social Media Beast; Living Well with Hemophilia and 
Inhibitors; vWD: Turning Challenges into Choices; and 
even a session in Spanish, Expecting the Unexpected: 
Emergencies Happen.  Also available to view was the 
HFA History Room.

The highlight of the event was a heart touching 
presentation by Jeanne White-Ginder, mother of Ryan 
White.  Ryan was the Indiana teenager who contracted 
AIDS in 1984 from contaminated clotting factor used 
to treat his hemophilia.  Jeanne spoke of her personal 
journey, the challenges faced as Ryan battled his 
diagnosis in the public eye and the incredible legacy 
he left behind.  We appreciate and admire Jeanne’s 

willingness to share her family’s story.

The information-filled day wrapped up with a Mystery 
Dinner Theater Show, Death at the Disco, where in 
the midst of 70’s music and big hair, a “Who Dunnit” 
murder takes place for the audience to solve.  A special 
thank you to Charlene Cowell, Executive Director, HNC 
staff and volunteers for hosting this awesome event!

Ohio
Rania Salem
It was an 
uncommonly cold 
day in May on the 
14th, but that didn’t 
stop friends of the 
Tristate Bleeding 
Disorder Foundation 
from coming out 

for a competitive and spirited fundraiser at the Holy 
Grail Restaurant.  Teams of 4 descended on downtown 
Cincinnati for the foundation’s annual scavenger hunt.  
Within a 2-mile radius and 2-hour time crunch, players 
set out to find as many clues as possible in the Search 
for the Holy Grail.  The search guides people to find 
things in the city many wouldn’t have known were 
there.  Whether taking pictures at famous landmarks, 
searching for a celebrity, or snapping funny photos 
together, the teams kept their eyes on the prize – all 
envisioning taking the championship.  Even those who 
weren’t lucky enough to come in first place still had a 
blast trying.  Back at the Holy Grail, everyone gathered 
for food, drinks and more amusement!  We always look 
forward to this unique event!

New Jersey
Richard Vogel
Community is in Our Blood!  
That’s the slogan of the 
Hemophilia Association of New Jersey (HANJ) 
Hemophilia Bleeding Disorders Awareness Walk, now 
in its 5th year.  Previously scheduled for May 1st, and 
despite the threat of another washout on May 22nd, 
friends, family and members of the local community 
came out in full force to the soccer field at bucolic 
Raritan Valley Community College in Branchburg to 
show their support for persons with a bleeding disorder.

Over 150 people helped exceed their goal, raising 
$50,321!  In fact, donations are still coming in making 
this the most successful walk yet.  All proceeds go to 
HANJ programs and patient financial support.  The one-
mile family fun walk included a free t-shirt, barbeque, 
refreshments, ice cream, two bouncy houses, face 
painting, balloon making, games for children and 
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The Bloodhounds were hot on the 
trail of the Holy Grail!



live music.  In addition to 
industry manufacturer and 
specialty pharmacy booths, 
available were free blood 
pressure screening and 
tables featuring information 
about bleeding disorders.

The walk started with 
opening remarks and 
words of appreciation from 
President Chris Maniaci.  
Deejay Carlos warmed up 
the crowd and the walk was off!  Four times around the 
track made a mile, and for those more energetic, a 5k 
route was available.  A scrumptious BBQ lunch awaited 
the tired walkers.  We are proud to support HANJ and 
this very successful event!

New Jersey
Rich Vogel
Being an HANJ board member for over 20 years, I 
thought it would be a little different attending the 
annual meeting as a specialty pharmacy representative.  
Foolish me!  Everyone was very supportive of my 
decision and wished me continued success.  We really 
are a family!

This year on May 24th, Hemophilia Association of New 
Jersey’s Annual Meeting was held at the Pines Manor 
in Edison.  Different than years past, the exhibitors 
were in the same ballroom where the meeting took 

place.  During dinner and breaks members were able to 
gather information from the various sponsors.

The meeting keynote focused on the pipelines of 
various factor manufacturers.  Presenting were Baxalta, 
CSL, Emergent, Bayer 
and Biogen.  Sounds like 
some exciting therapies 
are on the way!  Next on 
the agenda was the awards 
ceremony.  To my surprise, 
I was recognized with an 
award for years of service to 
the New Jersey hemophilia 
community.

My good friend and long 
time board member Jerry 
Seltzer presented the award 
to me, and one to my blood brother Tom Russomano, 
who recently resigned from the board to work for Novo 
Nordisk.  In his remarks, Jerry mentioned he had the 
pleasure to watch me grow within the organization and 
had presented me with the Past Presidents award in 
2009.  He mentioned Tom and myself running the New 
Jersey Blood Brothers for so many years and turning it 
into one of the most successful Blood Brother groups 
in the country.  While it was a proud moment for us 
both knowing that all our years of hard work were 
appreciated, I know I speak for Tom when I say we 
do it for our community and don’t expect accolades, 
although it is certainly nice to hear once in a while.

The evening ended with scholarships awarded to young 
community members.  It is tremendously wonderful 
to see the younger generation getting involved as 
advocates for our community.  Between the new 
therapies and our young people, I feel confident we are 
in good hands.  
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Answers to puzzles 
featured on page 43.

Award recipients, Rich 
Vogel and Tom Russomano

Blood Drop strikes a pose 
with Peyton and Rich

358219647
912467358
476583129
589641732
647392815
123875964
861724593
734956281
295138476

258369417
349712685
716548329
861274593
925136748
437895162
583421976
192657834
674983251

1. USA        A.        I have a bleeding disorder.

2. France     H.        J’ai une maladie hémorragique.

3. Turkey     G.         Bende bir kanama bozukluğu var

4. Thailand   L.         Chan Pen Rok Lueat Ok Ngai Phit Pokkati.

5. Mexico    E.         Tengo un trastorno de la sangre.

6. Greece    K.         πάσχω από αιμορραγική διαταραχή.

 7. Italy         C.            Ho un difetto della coagulazione.

 8. Sweden     B.           Jag har en blödningssjukdom.

 9. Israel        D.             .יש  לי  נטייה  לדימום

10. Germany   J.            Ich habe eine Blutungsneigung.

11. Netherlands    F.                 Ik heb een stollingsstoornis.

12. Denmark    I.           Jeg har en blødersygdom.



Upcoming Events
July 8-10, 2016  California
Central California Hemophilia Found.
916-456-7890, cchfsac.org
Family Camp
California Maritime Academy; Vallejo
Contact: Cindy Picos 916-223-5970

July 9, 2016  Nevada
Nevada Chapter NFH
702-564-4368, hfnv.org
Reno Education Day
Grand Sierra Resort; Reno
Contact: Kelly Gonzalez 805-233-5039

National Event
July 21-24, 2016     

        Florida
National Hemophilia 
Foundation

800-424-2634, hemophilia.org
NHF 68th Annual Meeting
Gaylord Palms Resort; Orlando
Contact: Dave Burgeson 239-784-4565

World Event!
July 24-28, 2016
         Florida
World Federation of 
Hemophilia
514-394-2834, wfh.org
WFH World Congress

Orange County Convention Center; 
Orlando
Contact: Dave Burgeson 239-784-4565

July 29-31, 2016  Florida
Faces of Courage
813-948-7478, facesofcourage.org
Teen Camp, Rotary Club; Brandon
Contact: Peggy Gay 864-275-0246 or 
Marcy Foertsch 941-518-7063

Aug. 5-7, 2016  Ohio
FamOhio; famohio.com
Family Annual Meeting State of Ohio
Columbus Marriott Northwest; Columbus
Contact: Rania Salem 513-470-5500 or 
Shelia Biljes 440-813-1626

Aug. 6, 2016  Kentucky
Kentucky Hemophilia Foundation
502-456-3233, kyhemo.org
Summer Family Event
Hyatt Regency; Louisville
Contact: Rania Salem 513-470-5500

Aug. 7-8, 2016  California
Hemophilia Found. of Northern California
510-658-3324, hemofoundation.org
Annual Golf Wine Event
Sonoma Mission Inn; Sonoma
Contact: Gabriela Zamora 925-234-2451

Aug. 14, 2016  Virginia
Hemophilia Assoc. of the Capital Area
703-352-7641, hacacares.org
HACA Family Picnic
Lake Accotink Park, Springfield
Contact: Paul Brayshaw 202-271-4252 
or Terry Stone 703-795-6269

Aug. 14-20, 2016  California
Central California Hemophilia Found.
916-456-7890, cchfsac.org
HCC Bike Ride
San Francisco to San Diego
Contact: Cindy Picos 916-223-5970

Aug. 20, 2016  Tennessee
TN Hemophilia & Bleeding Disorder Found.
888-703-3269, thbdf.org
Pitchin’ for Caleb
Centennial Park; Crossville
Contact: THBDF Teresa Nothan 615-900-1486

Aug. 26-28, 2016  West Virginia
West Virginia Chapter of NHF
681-212-9255, wvnhf.org
Family Camp; Jackson’s Mill; Weston
Contact: Tina McMullen 484-942-4457

Aug. 27, 2016  Florida
Hemophilia Found. of Greater Florida
800-293-6527, hemophiliaflorida.org
Annual Family Educational Event
Adventure Island; Tampa
Contact: Peggy Gay 864-275-0246

Aug. 27, 2016  Maryland
Hemophilia Foundation of Maryland
410-661-2307, hfmonline.org
Sleeping with the Fish
National Aquarium; Baltimore
Contact: Paul Brayshaw 202-271-4252 
or Terry Stone 703-795-6269

Sept. 10, 2016  Illinois
Bleeding Disorder Alliance Illinois
312-427-1495, bdai.org
Hemophilia Walk
Lincoln Park; Chicago
Contact: Eva Kraemer 608-852-3777

Sept. 12, 2016  Nevada
Nevada Chapter NHF
702-564-4368, hfnv.org
NHF Walk, Virginia Lake Park; Reno
Contact: Kelly Gonzalez 805-233-5039

Sept. 13, 2016  Pennsylvania
Eastern Pennsylvania Chapter of NHF
215-393-3611, hemophiliasupport.org
EPC Golf Classic
Rivercrest Golf Club; Phoenixville
Contact: Tina McMullen 484-942-4457

Sept. 17, 2016  Maine
Hemophilia Alliance of Maine
207-312-4448, mainehemophilia.org
Hike for HAM, Mount Battie; Camden
Contact: Cheryl Ashmore 207-479-0288

Sept. 23-25, 2016  Arkansas
Hemophilia Foundation of Arkansas
501-428-1723, arkhemofoundation.org
Annual Meeting & Family Retreat
Clarion Hotel Lake Hamilton; Hot Springs
Contact: LeAnn Wilson 731-610-5034

Sept. 24, 2016  Florida
Hemophilia Found. of Greater Florida
800-293-6527, hemophiliaflorida.org
Annual Gator Clot Trot 5K/Fun Walk
Tioga Town Center; Newberry
Contact: Peggy Gay 864-275-0246 

Sept. 24, 2016  Nevada
Nevada Chapter NHF
702-564-4368, hfnv.org
Las Vegas Walk
Floyd Lamb Park; Las Vegas
Contact: Kelly Gonzalez 805-233-5039

Sept. 24, 2016  Ohio
Northern Ohio Hemophilia Foundation
216-834-0051, nohf.org
NOHF Walk & Superhero Run
Sunny Lake Park; Aurora
Contact: Shelia Biljes 440-813-1626

Sept. 24-25, 2016  Virginia
Virginia Hemophilia Foundation
804-740-8643, vahemophilia.org
Family Retreat Weekend
Great Wolf Lodge; Williamsburg
Contact: Paul Brayshaw 202-271-4252

Sept. 30–Oct. 2, 2016,  So. Carolina
Hemophilia of South Carolina
864-350-9941, hemophiliasc.org
Family Camp Educational Weekend
Ocean Creek Resort; Myrtle Beach
Contact: Peggy Gay 864-275-0246

Oct. 8, 2016  California
Hemophilia Assoc. of San Diego County
619-325-3570, hasdc.org
HASDC Annual Walk
NTC Park-Liberty Station; San Diego
Contact: Heather Messerly 619-787-0916

Oct. 8, 2016  Kentucky
Kentucky Hemophilia Foundation
502-456-3233, kyhemo.org
Kentucky NHF Annual Walk
Wetherby Park; Middletown
Contact: Rania Salem 513-470-5500

Oct. 8, 2016  New Jersey
Hemophilia Association of New Jersey
732-249-6000, hanj.org
Casino Night, Pines Manor; Edison
Contact: Richard Vogel 732-991-7373

Oct. 8, 2016  Pennsylvania
Eastern Pennsylvania Chapter of NHF
215-393-3611, hemophiliasupport.org
Trick or Treat Trot 5K Run/Walk
Pfizer Campus; Collegeville
Contact: Tina McMullen 484-942-4457

Oct. 14, 2016  Tennessee
TN Hemophilia & Bleeding Disorder Found.
888-703-3269, thbdf.org
Royal Gala, Loveless Barn; Nashville
Contact: THBDF Teresa Nothan 615-900-1486

Oct. 15, 2016  North Carolina
Hemophilia of North Carolina
800-990-5557, hemophilia-nc.org
HNC NHF Walk
Lake Crabtree; Morrisville
Contact: Brad Nolan 704-806-0970

Oct. 15, 2016  West Virginia
West Virginia Chapter of NHF
681-212-9255, wvnhf.org
Hemophilia Walk
Waterfront Place Hotel; Morgantown
Contact: Tina McMullen 484-942-4457
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3 5 8 9 6 4
1 4 7 3

8
4 2

6 4 7 8 1 5
1 7
8 2 5

4 9 8
9 5 1 4 7 6

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

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

5 3 9 7
2 6

1 6 8 3
8 5 9

1 3 6
3 9 2

3 4 9 7
1 2 6
6 9 5
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          Country         Flag

 1. ___________   ___   I have a bleeding disorder.

 2. ___________   ___   J’ai une maladie hémorragique.

 3. ___________   ___   Bende bir kanama bozukluğu var.

 4. ___________   ___   Chan Pen Rok Lueat Ok Ngai Phit Pokkati.

 5. ___________   ___   Tengo un trastorno de la sangre.

 6. ___________   ___   πάσχω από αιμορραγική διαταραχή.

 7. ___________   ___   Ho un difetto della coagulazione.

 8. ___________   ___   Jag har en blödningssjukdom.

יש  לי  נטייה  לדימום .   ___   ___________ .9 

10. ___________   ___   Ich habe eine Blutungsneigung.

11. ___________   ___   Ik heb een stollingsstoornis.

12 ___________   ___   Jeg har en blødersygdom.

A

B

C

D

E

F

G

H

I

J

K

L

USA
Italy

Denmark 
Turkey

Mexico
Netherlands

Thailand
Sweden

Israel
Germany

France
Greece

Hi Kids!

World Hemophilia Federation Congress (WHF), brings people 
together from all over the world to learn more about bleeding 
disorders.  This year, WHF Congress is in the United States!  In 
recognition of this special event, see if you can match up how to 
say “I have a bleeding disorder” in the languages of other countries 
that have hosted past World Hemophilia Federation Congresses.  
Try to match the country’s flag too!  Have Fun! (answers on page 41)

Time for Fun!

USA A
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