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As we move in to fall, I hope every-
one had a safe and exciting summer.  
We, at HANJ, always want to make 
sure we continue to keep you up to 
date on things we are doing. This 
summer, members of HANJ and the 
HANJ staff had the opportunity to at-
tend the annual NHF meeting in Chi-
cago. The NHF meeting always does a 
great job focusing on up to date in-
formation and key topics that are rel-
ative to our community.  
 
In addition to providing all the rela-
tive updates, we also enjoy providing 
great opportunities for our member-
ship to get together.  In addition to 
our on-going Blood Brotherhood 
events, that continue to be a great 
success, we have some great fall 
events.  These included the Gourmet 
Wine dinner and Kelly Brothers Schol-
arship Benefit in September and Casi-
no Night in October.  This fall, we are 
also excited to add a new event in 
November, The Turkey Trot.  This is a 
virtual walk that can be done by you, 
your family and friends locally, to ac-
commodate everyone’s busy sched-
ules. These activities help raise funds 
critical to supporting our on-going 
benefits to you and all our member-
ship.   

Please take some time and visit our 
newly updated website, HANJ.org, to 
find information on these and other 
exciting events as well as all kinds of 
information about HANJ, current ser-
vices, resources and much more.  

We look forward seeing you at an up-
coming event and sincerely hope you 
enjoy the latest information in the fall 
newsletter.  
 
Best Regards,  
David  

In August the National Hemophilia 
Foundation held their annual meeting 
in Chicago, and there was good news 
for those of us with hemophilia. 

Do you know that the leading cause 
of death for hemophiliacs, whether 
severe or moderate or mild, is can-
cer?    Really, how can that be good 
news??? 

Because until recently our demise 
was due to AIDS or Hepatitis C (HCV) 
and now that those terrible issues 
aren't plaguing our community we're 
starting to die from regular diseases, 
like those common in other old peo-
ple.  We're living longer and that's 
something that you wouldn't have 
predicted 20 years ago. 

But there's another part of the Living 
Longer story that requires us to be 
diligent.  We're now encountering dis-
eases that we previously never had to 
pay attention to.   Cardiac diseases 
and strokes are now becoming issues 
for hemophiliacs just as they are is-
sues for all older people.  And re-
search has revealed that hemophili-
acs with high blood pressure have a 
higher probability of hemorrhagic 
strokes.  So even slightly elevated 
blood pressure should be treated ear-
ly to eliminate this risk factor. 

Another nice bit of information is that 
NHF now has sessions on Medi-
care.   You don't need Medicare infor-
mation unless you're living to 65, and 
we now have enough folks living to 
that age to require experts to help us 
plan the transition.   The transition to 
Medicare does take some planning, 
but isn't it nice to be reach old age 
and have to worry about it? 

Continued on page 5…. 

Message from ... 
President of HANJ 
David Lechner 

Vice President of HANJ 
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HANJournal is published by the 
Hemophilia Association of  NJ  
197 Route18 So. Suite 206 North 
East Brunswick, NJ  08816.  
 
Phone:  732-249-6000   
Fax:       732-249-7999 
E-mail: hemnj@comcast.net 
Website: www.hanj.org 
 
Letters and submissions are wel-
come.  The opinions expressed in 
HANJournal articles are solely 
those of the authors and do not 
necessarily reflect the philosophy  
of the Hemophilia Association of 
New Jersey.   HANJ makes no 
recommendations for or against 
treatments and/or therapies. 
 
Submissions may be reproduced 
without permission provided a 
credit  line is given citing the 
publication name and issue date.  
 
Acceptance of advertising for  
products and services in  
HANJournal in no way  
constitutes endorsement by the  
Hemophilia Association on NJ.  

The Hemophilia Association of New Jersey was founded 
in August 1971 by 10 concerned families, and offers  
assistance to persons with hemophilia and their  
families from our office located in East Brunswick,  
New Jersey. 
Our mission is to improve the quality of life for persons 
with a bleeding disorder by providing and maintaining  
access to highly qualified medical providers and  
successfully proven medical regimens. 
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Open Enrollment 
For those who are planning on enrol-
ling onto an insurance plan through 
the marketplace or are looking to re-
place their current insurance through 
the marketplace, please note that 
open enrollment for 2018 starts No-
vember 1, 2017 and ends December 
15, 2017. If you have insurance 
through your employer, your enroll-
ment period may be at a different 
time and you would need to contact 
your employer to obtain that infor-
mation. If you are enrolling directly 
with the insurance plan and bypass-
ing enrollment through the market-
place website, please note you may 
not qualify for any subsidies which 
may assist with lowering your month-
ly premium should you qualify for 
these subsidies. You will not be able 
to enroll onto an insurance policy 
through the marketplace after De-
cember 15, 2017, unless you qualify 
for a special enrollment event so it is 
crucial to make sure you enroll in a 
timely manner. If you lose your em-
ployer benefits or if you no longer 
qualify for Medicaid and are looking 
for insurance through the market- 

Social Worker Update 
By Neidy Olarte, MSW 
Social Service Coordinator 

place, you have 60 days to select a 
policy. If you wait longer that 60 
days to select a policy, you will have 
to wait until the next enrollment pe-
riod. For more information on the 
healthcare plans currently offered 
through the marketplace you can log 
onto the healthcare website at www. 
Healthcare.gov or you can contact 
HANJ for further information. You 
may also reach out to your HTC.  

Pharmaceutical Assistance 
Programs 
If you have commercial medical in-
surance, you should be aware that 
you may qualify for co-pay assis-
tance through your factor’s pharma-
ceutical company. While most mem-
bers are already aware of these pro-
grams and have enrolled onto these 
programs, there are some member’s 
that are still not aware and we have 
received several phone calls from 
members receiving a high bill from 
their homecare companies for their 
factor cost. You should start contact-
ing your pharmaceutical companies 
in December to see if you are already 
enrolled with their assistance pro-
gram and what the protocol is to uti-
lize the assistance. Once enrolled, 
some pharmaceutical companies 
keep you enrolled with their program 
for several years while others you 
have to enroll on an annual basis. Do 
not wait until you receive a bill from 
your homecare company to find out 
you are not enrolled. Some programs 
may not be able to assist with your 
bill if you wait too long to contact 
them. You can log on to our website 
at www.HANJ.org to find a list of par-
ticipating pharmaceutical companies, 
what services they offer and their 
contact information.  

Continued on page 10….. 

Continued from page 3…..  

And don't forget everything that the 
medical researchers are doing with 
longer acting products and genetic 
modifications that might make infu-
sions a thing of the past. 

There's a lot of good news that will 
directly improve the quality of life for 
all of us at every age.   
 
Regards,  
Joe  
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Rutgers RWJ Medical School 
340B Program:  
In order for the hemophilia program 
to maintain comprehensive hemo-
philia care in an era of increasing 
health care costs amidst dwindling 
levels of federal and state funding of 
hemophilia programs, the Rutgers 
Robert Wood Johnson Medical School 
Hemophilia Treatment Center has be-
come a 340B covered entity.  Partici-
pation in the federal 340B program 
makes it possible for our HTC to con-
tinue to serve the hemophilia com-
munity with the high level of services 
and quality of care it expects.  If you 
have questions about this program, 
please do not hesitate to contact the 
HTC directly at 732-235-6533.  
 
Educational & Programming 
Events:  
The HTC will be hosting an infusion 
training program.   Date and time to 
be decided.  In addition, please do 
not hesitate to call the HTC to set up 
individual infusion training sessions 
(see contact information below).   
 
School Visits:  
The staff at the HTC continues to 
provide in-service programs to school 
personnel about a child’s hemophilia.  
If you are in need of an in-service 
program at your child’s school or 
camp, please contact 
  

Lisa Cohen, MSW at 732-235-6533.   
Please do not wait to contact Lisa, as 
the slots for these visits fill up very 
quickly during this time of year!  
 
Ongoing Training:  
The staff at the HTC continues to 
provide hands-on training in infusion 
procedures to parents and their chil-
dren.  A series of thirty minute ses-
sions are held over a period of 
weeks/months depending on the 
families’ needs, abilities and sched-
ule.  Please call Frances Maceren, RN 
at 732-235-6542, if you are interest-
ed in arranging infusion training. 
 
General Information:  
For information regarding women 
with bleeding disorders and/or a 
family history of hemophilia, clinical 
trials, genetic counseling, insurance 
issues, educational sessions or 
school visits, please call the Hemo-
philia Treatment Center at 732-235-
6531. 

Rutgers Robert Wood Johnson  
Medical School 

   Hemophilia Treatment  
Center  

WHAT’S  HAPPENING   
New Jersey Hemophilia Treatment Centers 
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As we transition into Fall, the staff 
from the Comprehensive Hemophilia 
Treatment Center at Newark Beth 
Israel Medical Center and Children’s 
Hospital of New Jersey would like to 
share some updates, current pro-
grams, and plans with you. 
 
NEWS 
Hemophilia Camp:  
This year, like last year, we had sev-
eral children attend hemophilia camp 
at either Double H Ranch or Hole in 
the Wall Gang Camp. Camp can be 
an integral part of a patients’ journey 
towards independence. Both camps 
offer family programing as well. For 
more information about camp, or if 
your child or family is interested in 
attending camp in the future, please 
contact Erica, our Social Worker, at 
the HTC.  
 
 
 
 
 
 
 
UPCOMING 
Back to School:  
As the school year begins, we know 
that you might need forms complet-
ed, letters for school, or school visits 
scheduled. School visits are a won-
derful opportunity for our HTC to 
provide education and outreach to 
your child’s school or daycare about 
hemophilia and other bleeding disor-
ders.  Whether the visit is with the 
staff at your child’s school, the day- 

care staff, or even the child study 
team, a school visit opens the lines 
of communication between the 
child’s school or daycare and the 
HTC. If you are going to want a 
school visit scheduled for your 
child’s school or daycare center,  
or need a letter for school/forms 
completed, please contact Erica, 
our Social Worker. Erica will make 
sure that we have a release on file, 
and will coordinate your needs with 
the school and schedule a visit. If 
you will need any forms or let-
ters for your child’s school or 
daycare center, please be mind-
ful that it may take up to two 
weeks for forms or letters to be 
completed.  For more information, 
please contact us at the HTC.  

 
 
 
 
 

 
 
 

 
 
 
 
 
SAVE THE DATE:   
The HTC Annual Holiday Party will be 
held on Saturday, December 16th, 
2017, from 2PM to 6PM, at  Newark 
Beth Israel Medical Center; more de-
tails to follow.  

Newark Beth Israel  
Medical Center and 

Children’s Hospital of 
New Jersey 
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Manufacturer Factor Program:  
Manufacturers of clotting factor 
products have programs available to 
help patients continue to receive fac-
tor products during a lapse of insur-
ance coverage. They also offer co-
pay assistance programs. Each pro-
gram has enrollment requirements 
and many require yearly re-
enrollment. Enrollment in these pro-
grams can be beneficial. For more 
information, please contact your  

St. Michael’s  
Medical Center  

home care company or us at the  
Hemophilia Treatment Center. 
 
Please contact us at the He-
mophilia Treatment Center to 
sign up for one of the above 
programs or to request fur-
ther information on available 
groups or services for chil-
dren and adults. We can be 
reached at (973) 926-6511. 

School Visits:  
The beginning of the school year  
has begun.  We are here to help with 
any school related issues.  Please 
feel free to call to schedule a school 
visit starting in October.  For those 
who will be graduating this year, we 
can provide information on scholar-
ships.  Please feel free to call Social 
Worker, Joanne Rodriguez at (973) 
877-2967, if any questions arise.   
 
From all of us here at St. Michael’s 
Medical Center we hope you all have 
a wonderful beginning of another ex-
citing school year.  We look forward 
to seeing each and every one of you 
achieve all of your goals.  
   
Patient Education: 
Our patients are always welcome to 
ask questions about New Therapies 
and Insurance updates.  If any of 
you have questions or concerns, 
please give us a call and we will pro-
vide you with the most up to date 
medical and insurance information.  
You may call Dominique Joseph, 
Nurse at (973) 877-5340 or Joanne 

Rodriguez, Social Worker at (973) 
877-2967.  
 
Individualized session: 
Our staff is available for individual 
educational sessions on topics such 
as infusion techniques and factor 
products.  If you need assistance 
please contact Dominique Joseph, 
RN at (973) 877-5340.  Our staff is 
also available for counseling ses-
sions.  If you need assistance please 
contact Joanne Rodriguez, Social 
Worker at (973) 877-2967. 
 

Please feel free to contact our 
treatment center to schedule ap-
pointments, education sessions 
or if you have any other ques-
tions, or concerns.  We are com-
mitted to working together with 
you to provide individualized 
care. Our general number is 
(973) 877-5340.    
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ONGOING PROGRAMS
Hemophilia 340B Program:
We are excited to announce that our 
HTC participates in the Federal 340B 
Program. As a comprehensive care 
center, we have been improving the 
quality of life for individuals with 
bleeding disorders and providing 
cost effective care in the long term 
for many years.  In an effort to help 
HTCs sustain themselves, and pro-
vide better care for their eligible pa-
tients, Congress created the 340B 
Program as part of the Veteran’s 
Health Care Act of 1992.  Across the 
United States almost all of the HTCs 
participate in 340B Programs.  De-
pending on your healthcare cover-
-age, patients have a variety of 
pharmacy options to choose from.  
Our HTC has contracted with four 
different home care companies: Ac-
credo, BDRN, Bioscrip, and Option 
Care.  Patients who are not currently 
using one of these four companies 
may voluntarily switch, if their insur-
ance company allows.  Participation 
in the 340B Program is voluntary.  
Please contact our Program Manager 
Phyllis for further information.  

My Life Our Future Carrier 
Testing:
The My Life Our Future program has 
been providing patients with hemo-
philia the opportunity to determine 
the genotype of their hemophilia. 
The program has now expanded to 
offer genotyping to potential and 
known carriers of hemophilia. The 
carrier testing will be available, for 
female family members of current 
participants of My Life Our Future, 
through the end of 2017. Please 
contact the HTC for more infor-
mation. 

Travel Letters:
Are you going to be travelling? Are 
you going to need a travel letter? If 
you answered yes to either of those 
questions, this information is for 
you. Please remember to let the HTC 
staff know if you are going to need a 
travel letter at least two weeks prior 
to your scheduled trip so you can 
rest assured that your letter is in 
your hand as you embark on your 
journey.

Comprehensive Evaluations:
It is really important to schedule and 
attend an annual comprehensive 
evaluation at the HTC. The annual 
evaluation is an essential component 
in the provision of an individual’s 
comprehensive care. Members of the 
HTC treatment team will complete 
medical, musculoskeletal, psychoso-
cial and laboratory evaluations to 
assess the patient’s current health 
and to develop a treatment plan for 
the upcoming year. Education and 
referrals for medical and psychoso-
cial services will also be provided as 
needed. At the time of an annual 
evaluation, patients will be asked to 
participate in the ATHN (American 
Thrombosis & Hemostasis Network) 
Data Set. This is a voluntary pro-
gram conducted by HTC’s with sup-
port by ATHN to improve the health 
of people with coagulation disorders. 
Patients with hemophilia can also 
participate in My Life Our Future to 
determine the genotype of their he-
mophilia. Please note that any in-
dividual receiving medication 
through the HTC to treat their 
bleeding disorder must be seen 
by the HTC on an annual basis.
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Meet the Board…  
 Mark Scudiery   

 HANJ Trustee 
Mark Scudiery has had a long-standing involvement 
with, and a distinguished career, in health care 
spanning 35+ years.  He Retired in 2005 to spend 
time with his family. 
 
Mark’s career began as a Salesman for Ross Labora-
tories in 1971, and continued as a Salesman/
Regional Sales Manager for American McGaw Labor-
atories in 1978. In 1981 Mark joined Home Health 

America (HHCA), whose name later changed to Caremark, as one of the seven original 
Area Sales Managers.  HHCA pioneered what is today the multi billion dollar home care 
industry.  
 
Mark joined Quantum Health Resources as Area Director for the Northeast in 1989 and 
helped them grow into the nation’s premier hemophilia home care company in the next 
four years. 
  
In 1993 Mark, and his partner Marty Gleason, founded Hemophilia Resources of America 
(HRA).  Accredo Health acquired HRA in July of 2004.  
 
Mark has been the recipient of numerous sales and management awards during his ca-
reer, including 19 district & regional sales awards at Ross Labs, AVP of the Year and 
Presidents Award winner at Caremark.  Mark received HANJ’s highest award when they 
honored him as the 2006 Man of the Year in April 2006.  
 
Born and raised in Newark, Mark has spent most of his life living in New Jersey.  
  
Mark currently lives in North Caldwell with his wife of 48 years, Carol Ann.  The Scu-
diery’s are the proud parents of two lovely daughters, Gina Cicarelli and Lisa Rossi and 
four wonderful grandchildren.  Mark earned a BA degree in Art History from Rutgers 
University in 1967 and served in the US Navy from 1967-1971 as a Second Class Petty 
Officer. Mark’s interests include fine wines, cooking, and close-up card magic. 
 
 Mark currently serves on the Board of Directors of the Hemophilia Association of New 
Jersey and the Strategic Advisory Board of Symmetric Capital, a Boston based private 
equity firm. 

  

The Hemophilia Association of New Jersey has a  
Facebook page!  Please check out our Facebook page 
from time to time for news and events that you might 
not want to miss out on. We look forward to seeing 
you at upcoming events!   

 
       

  
      

Hemophilia Association  
of  

New Jersey 
 

Upcoming Events 
 

Virtual Turkey Trot  
Wednesday, November 1, 2017 to 

Thursday, November 30, 2017 
 

PACT Workshop 
November 28th & 29th, 2017  

 
 

HANJ will be hosting several  
Pharmaceutical Educational Programs 

throughout the year * 
 

December 2017 
Pfizer 

Topic: Getting Real: Being a Teen or  
Young Adult (with Hemophilia) 

Tuesday, December 5th  
 

*This information could change.  Please check your mail 
for invitations with meeting dates and topics as well as 

RSVP instructions.  We look forward to seeing you!  

 
       

      

Continued from page 3….. 
 
Educational Programs 
The Hemophilia Association has in-
creased the number of educational 
programs that are offered to our 
members. We have two educational 
symposiums a year along with our 
monthly non-branded educational 
programs sponsored by pharmaceu-
tical companies. We would like your 
input on what topics you would like  

to learn more about or are most in-
teresting to you and your family.  
We are also trying to reach out to as   
many members as possible by offer-
ing these program at venues 
throughout NJ. Your input is very 
important to us in planning these 
events so we strongly encourage 
you to contact us at any time with 
ideas and suggestions on topics, 
possible speakers, locations and 
venues.  
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mographics of the patient population 
at hemophilia treatment centers  
(HTCs) also reflects an increased  
awareness in the medical community 
of bleeding disorders in women. Be-
tween 1990 and 2010, the HTC  
population grew 90% from 17,177 to 
32,612—and most of this increase 
was due to additional VWD pa-
tients.⁵ This increase is expected to 
continue; unfortunately, these 
numbers only scratch the surface of 
the estimated 3.2 million people in 
the US with VWD, half of them wom-
en.6     
 
Hemophilia carriers with low  
factor levels 
The normal range of factor VIII and 
IX is between 50% and 150% with 
most people being close to 100%.  
Factor VIII levels often vary, and 
may more than double due to the 
effects of hormones and other varia-
bles, such as stress or pregnancy. 
Factor IX levels normally remain 
fairly stable. Being a carrier for he-
mophilia puts a woman at risk of 
bleeding because of low factor lev-
els. Carriers usually have factor lev-
els between 30% and 70%, with 
most around 60%. But factor levels 
in carriers can vary widely, with 
some in the high-normal range and 
others below 10% (in extremely rare 
cases, below 1%). Research shows 
that even women with mildly low 
factor levels—40% to 60%—are at 
risk of bleeding.⁷ They may experi-
ence not only menorrhagia, but 
bleeding after tonsillectomy, tooth 
extractions, surgery, or trauma from  

bleeding disorders, particularly 
VWD.³ The results were enlighten-
ing—and shocking. Only 3% of re-
sponding physicians considered VWD 
a likely cause of menorrhagia in 
women aged 15 to 44. When asked 
how many women with menorrhagia 
might have an inherited bleeding 
disorder, physicians’ average re-
sponse was “less than 1%.” Most 
shocking: after practicing an aver-
age of 20 years, 42% of responding 
physicians reported never having 
seen a woman with menorrhagia 
who had a bleeding disorder. But 
statistically, each physician annually 
saw several hundred patients with 
menorrhagia who had VWD! Not sur-
prisingly, the survey showed that 
gynecologists rarely (3%) refer a 
woman with unexplained menorrha-
gia to another specialist. 
      
     Fast forward a decade. In 2012, 
a similar survey of 503 ob-gyns had 
more positive results: nearly 39% of 
obstetricians and 77% of gynecol-
ogists were likely to consider VWD 
or another bleeding disorder as a 
cause for menorrhagia.⁴ And over 
80% who had seen patients with 
menorrhagia attributed the problem 
to a bleeding disorder. Perhaps most 
important, instead of referring pa-
tients to specialists only rarely, most 
physicians referred patients with 
menorrhagia to other healthcare 
providers, nearly 45% to hematolo-
gy. 
      
     Although it’s hard to compare 
surveys of different physicians a 
decade apart, the change in de-  

3. A. Dilley et al., “A Survey of Gynecologists Concerning Menorrhagia: Perceptions of Bleeding 
Disorders as a Possible Cause,” Journal of Women’s Health & Gender-Based Medicine 11 (2002): 39–44. 4. 
Vanessa R. Byams et al., “Evaluation of Bleeding Disorders in Women with Menorrhagia: A Survey of 
Obstetrician-Gynecologists.” American Journal of Obstetrics and Gynecology 207, no. 4 (2012): 269.e1–e5. 
5. Judith Baker et al., “US Hemophilia Treatment Center Population Trends 1990–2010: Patient Diagnoses, 
Demographics, Health Services Utilization,” Haemophilia 19 (2013): 21–26. 6. F. Rodeghiero et al., 
“Epidemiological Investigation of the Prevalence of von Willebrand Disease,” Blood 69 (1987): 454. 7. I. Plug et 
al., “Bleeding in Carriers of Hemophilia,” Blood 108, no. 1 (2006): 52–56.  
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And the Survey Says . . . 
Carriers, Get Tested! 
By Paul Clement/Republish/LA Kelley 
Communications, Inc./August 2017/
Volume 27.Issue 3  

Women have hemophilia too! Alt-
hough much progress has been 
made over the past two decades in 
getting this message out, public 
awareness of bleeding disorders 
among women is dismal. Even wom-
en who are known carriers of the 
gene for hemophilia often don’t real-
ize that they can have hemophilia 
and be at risk of bleeding. Even car-
riers confirmed to have bleeding 
problems, and diagnosed as 
“symptomatic carriers,” have run in-
to roadblocks in accessing proper 
care.  
 
Why are so many women un-
diagnosed? 
The main reason is that they don’t 
suspect they have a bleeding disor-
der and don’t seek medical treat-
ment. In spring 2010, a national 
study surveyed 1,243 women from 
the general public, aged 18 to 25, to 
assess their knowledge, attitudes, 
health behaviors, and menstrual ex-
periences.¹  Many questions were 
designed to determine if women 
knew the difference between 
“normal” and “abnormal” bleeding 
patterns. The results were disheart-
ening. Most knew that a bleeding 
disorder is a condition in which 
bleeding takes a long time to stop 
(77%), or blood does not clot 
(66%). But the women surveyed 
didn’t know much about bleeding 
disorders, and only a few could iden-
tify risk factors for a woman with a 
bleeding disorder: periods lasting  

eight days or longer; bleeding 
through a pad or tampon in an hour 
or less; feeling a sense of flooding    
or gushing. Of the women surveyed 
who were identified as having one or 
more of these risk factors, only 20% 
had sought medical attention, and 
only 2% had been diagnosed with a 
bleeding disorder. Contrast this with 
studies showing that on average, 
13% of women seeking medical 
treatment for menorrhagia (heavy 
periods) have von Willebrand dis-
ease (VWD)!² 
      
     Bottom line: Most women don’t 
seek medical treatment for menor-
rhagia, and if they do, few are cor-
rectly diagnosed with a bleeding dis-
order.  To increase awareness, Na-
tional Hemophilia Foundation (NHF), 
Hemophilia Federation of America 
(HFA), and other advocacy organiza-
tions have launched multiple pro-
grams for women with bleeding dis-
orders. These organizations are now 
doing a great job providing re-
sources for diagnosed women. But 
it’s obvious that we must do a better 
job, to reach more women in the 
general population—to educate them 
about the risk factors and encourage 
them to seek medical treatment. 
 
Lack of physician awareness 
What happens when women do seek 
medical treatment?  We’ve made 
some headway, as results from two 
different surveys show. A 2002 sur-
vey of 376 members of Georgia 
Chapter of the American College of 
Obstetricians and Gynecologists 
wanted to understand methods of 
diagnosing and treating menorrha-
gia, and to determine physicians’ ex-
periences and perceptions about   

1 Patricia A. Rhynders et al., “Providing Young Women with Credible Health Information about Bleeding Disor-
ders,” American Journal of Preventive Medicine 47, no. 5 (2014): 674–80. 2. M. Shankar et al., “Von Willebrand 
Disease in Women with Menorrhagia: A Systematic Review,” BJOG 111 (2004): 734–40.  
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And the Survey Says . . . 
Carriers, Get Tested! 
By Paul Clement/Republish/LA Kelley 
Communications, Inc./August 2017/
Volume 27.Issue 3  

Women have hemophilia too! Alt-
hough much progress has been 
made over the past two decades in 
getting this message out, public 
awareness of bleeding disorders 
among women is dismal. Even wom-
en who are known carriers of the 
gene for hemophilia often don’t real-
ize that they can have hemophilia 
and be at risk of bleeding. Even car-
riers confirmed to have bleeding 
problems, and diagnosed as 
“symptomatic carriers,” have run in-
to roadblocks in accessing proper 
care.  
 
Why are so many women un-
diagnosed? 
The main reason is that they don’t 
suspect they have a bleeding disor-
der and don’t seek medical treat-
ment. In spring 2010, a national 
study surveyed 1,243 women from 
the general public, aged 18 to 25, to 
assess their knowledge, attitudes, 
health behaviors, and menstrual ex-
periences.¹  Many questions were 
designed to determine if women 
knew the difference between 
“normal” and “abnormal” bleeding 
patterns. The results were disheart-
ening. Most knew that a bleeding 
disorder is a condition in which 
bleeding takes a long time to stop 
(77%), or blood does not clot 
(66%). But the women surveyed 
didn’t know much about bleeding 
disorders, and only a few could iden-
tify risk factors for a woman with a 
bleeding disorder: periods lasting  

eight days or longer; bleeding 
through a pad or tampon in an hour 
or less; feeling a sense of flooding    
or gushing. Of the women surveyed 
who were identified as having one or 
more of these risk factors, only 20% 
had sought medical attention, and 
only 2% had been diagnosed with a 
bleeding disorder. Contrast this with 
studies showing that on average, 
13% of women seeking medical 
treatment for menorrhagia (heavy 
periods) have von Willebrand dis-
ease (VWD)!² 
      
     Bottom line: Most women don’t 
seek medical treatment for menor-
rhagia, and if they do, few are cor-
rectly diagnosed with a bleeding dis-
order.  To increase awareness, Na-
tional Hemophilia Foundation (NHF), 
Hemophilia Federation of America 
(HFA), and other advocacy organiza-
tions have launched multiple pro-
grams for women with bleeding dis-
orders. These organizations are now 
doing a great job providing re-
sources for diagnosed women. But 
it’s obvious that we must do a better 
job, to reach more women in the 
general population—to educate them 
about the risk factors and encourage 
them to seek medical treatment. 
 
Lack of physician awareness 
What happens when women do seek 
medical treatment?  We’ve made 
some headway, as results from two 
different surveys show. A 2002 sur-
vey of 376 members of Georgia 
Chapter of the American College of 
Obstetricians and Gynecologists 
wanted to understand methods of 
diagnosing and treating menorrha-
gia, and to determine physicians’ ex-
periences and perceptions about   

1 Patricia A. Rhynders et al., “Providing Young Women with Credible Health Information about Bleeding Disor-
ders,” American Journal of Preventive Medicine 47, no. 5 (2014): 674–80. 2. M. Shankar et al., “Von Willebrand 
Disease in Women with Menorrhagia: A Systematic Review,” BJOG 111 (2004): 734–40.  
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symptomatic carriers because some 
doctors resist using the word hemo-
philia based on the simplistic 
notion that “only males can have he-
mophilia.”  
 
     The symptomatic carrier diagno-
sis must be laid to rest. Not only is it 
misleading, but it often prevents 
women from getting the treatment 
they need. And insurance companies 
increasingly use a literal definition of 
“carrier” to deny coverage for treat-
ment, arguing that symptomatic car-
riers don’t actually have the disor-
der. If your factor level is lower than 
50%, request a diagnosis of mild 
(6% to 49%) or moderate (2% to 
5%) hemophilia! 
      
     Knowing your factor level is es-
sential. To rule out low levels, all 
women who are carriers should have 
their factor level checked (and if 
you are a carrier for hemophilia A, 
checked at least twice). If your 
levels are below the normal range, 
request a diagnosis of hemophilia. 
And get the word out: talk to your 
peers and let them know that most 
carriers are at risk of excessive 
bleeding. 

accidents; and prolonged bleeding 
from minor cuts or joint bleeds. This 
isn’t well known among many  
carriers, so they may not seek treat-
ment. 
 
     Every bleeding disorder advocacy 
organization offers educational 
materials on this topic, and it’s prob-
ably a safe guess that every chapter 
newsletter has published multiple 
articles on the risk of bleeding 
in carriers. Yet for a variety of rea-
sons, the message hasn’t been 
received by everyone affected. 
 
——————————————————- 
All women who are carriers 
should have their factor levels 
checked! 
————————————————————- 
 
     But simply seeking medical treat-
ment for excessive bleeding may 
not be enough—you may have to 
advocate for yourself. Carriers with 
bleeding problems are often diag-
nosed as “symptomatic carriers,” 
and a course of treatment is recom-
mended. Everything should be 
okay for these women, right? Not 
necessarily. The word “carrier” 
often conveys the wrong meaning. 
In decades past, it meant you had 
the gene for a disorder, but you 
yourself didn’t show symptoms of 
the disorder. Many physicians who 
are not bleeding disorder specialists 
still have this definition in mind, but 
we now know that carriers can 
indeed have the genetic disorder. 
We don’t know for sure how many 
carriers have excessive bleeding, but 
a common estimate is that about 
one-third of carriers have factor lev-
els below 50%, placing them at 
risk. These women have a factor de-
ficiency and mild hemophilia. They 
have often been diagnosed as  
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• Visit NHF’s State Priorities 
page for more about 
NHF’s priorities and 
perspective on health policy: 
hemophilia.org/advocacy-
healthcare-coverage/advocacy-
priorities/state-priorities

• For Medicaid basics: kff.org/medicaid

Learn 
More

M
BY KATHRYN ANNE STEWART

More than a quarter of the bleeding dis-
orders population in the US relies on 
Medicaid to pay health expenses. Med-
icaid, a government health program for 
low-income Americans, is a federal-
state partnership. That means the fed-
eral government provides guidelines to 
follow, and states administer their own 
individual programs.

Changes are afoot with this program, 
and they may create barriers to access-
ing clotting factor for some people. Here 
is what the National Hemophilia Foun-
dation (NHF) is doing to advocate for 
you, and what you can do to help.

UNDER THE 
MAGNIFYING GLASS
Just as all people have to be vigilant 
about their finances, state governments 
must find ways to stay within their bud-
gets. “Unlike the federal government, 
local governments must have a balanced 
budget,” explains Michelle Rice, NHF 
senior vice president for public policy 
and stakeholder relations.

Medicaid is a large part of every 
state’s expenditures, comprising about 
one-quarter of total state budgets. That 
makes it a target for scrutiny. “These 
changes are not directed at one condi-
tion over another,” says Marla Feinstein, 
NHF public policy analyst. “They’re 
directed at controlling costs.”

Medicaid programs can’t require 
patients to pay more. “Under Medic-
aid, there are stricter rules about what 
a patient’s out-of-pocket expenses can be,” 
says Johanna Gray, senior vice president 
with CRD Associates in Washington, DC, 
and a federal policy advisor to NHF.

But these programs do have other 
cost-cutting options. According to 

Rice, Medicaid programs can lower 
reimbursement (the amount doctors 
and hospitals receive in return for pro-
viding care to Medicaid recipients), 
narrow networks (the list of doctors, 
hospitals and other healthcare pro-
viders that accept Medicaid) or set up 
restrictive formularies (the list of pre-
scription drugs that are covered under 
Medicaid). “In some cases, they’ll try to 
do all three,” says Rice.

NHF monitors and tracks legislative 
and regulatory actions in all 50 states. 
When Rice’s team learns of potential 
changes to a Medicaid program, it drafts 
a letter to state Medicaid officials. The 
letter explains any concerns, includes 
NHF’s pertinent position statements, 
and requests a phone conversation or 
an in-person meeting.

WHAT YOU CAN DO
While most policy changes may seem 
out of your control, there are some steps 
you can take to have a say:

Talk to your senators about the 
BCRA. The draft text of the Better Care 
Reconciliation Act (BCRA), the bill to 
repeal and replace the Affordable Care 
Act, was released by the Senate in June. 
The BCRA would significantly reduce 
federal support for state Medicaid pro-
grams, which would lead to many 
individuals in the bleeding disorders 
community losing their coverage as 
states limit benefits, impose higher cost-
sharing or reduce eligibility in the face 
of budget cuts.

Gearing 
up for 
Medicaid 
Changes
How to advocate 
for your family’s health

When choosing a health plan, do 
your research. “Read the policy. Ask 
for a copy of the drug formulary list. 
Ask if they have a separate formulary 
list for specialty pharmacy,” says Rice. 
“If you don’t see your preferred drug on 
either the formulary or a specialty drug 
list, then call and find out if it’s covered 
under major medical before you choose 
a plan.” Almost all plans cover clotting 
factor, but you must know what steps 
you need to take to get it.

Read and respond to your mail. “If 
anything comes to you from the state 
Medicaid program, open it and read 
it,” Rice says. It may be a notification of 
an upcoming change. “You have some 
responsibility for then following those 
rules.” Pharmacy providers and medi-
cal providers may also follow up on 
issues or request information from you 
through the mail.

Engage with the bleeding disorders 
support network. If you notice any 
access issues with your care, contact 
your chapter, NHF and your hemophilia 
treatment center. “There are resources 
to help people solve individual prob-
lems,” says Gray. ●
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• Visite la página de Prioridades 
Estatales de la NHF y la 
perspectiva sobre la política de 
salud: hemophilia.org/advocacy-
healthcare-coverage/advocacy-
priorities/state-priorities

• Para información básica sobre Medicaid basics: 
kff.org/medicaid

Obtenga
más 

información

M
POR KATHRYN ANNE STEWART

Más de la cuarta parte entre las personas 
que padece trastornos hemorrágicos en 
los EEUU depende de Medicaid para 
financiar sus gastos médicos. Medicaid, 
un programa de salud gubernamental 
dedicado a los estadounidenses de escasos 
recursos, es una sociedad de los gobiernos 
federal y estatal. Por ello, el gobierno 
federal le suministra lineamientos que 
debe seguir y el estado administra sus 
propios programas individuales.

En este programa están por producirse 
cambios que pueden crear obstáculos 
para que algunas personas tengan acceso 
al factor coagulante. He aquí las medidas 
que está tomando la Fundación Nacional 
de la Hemofilia (Hemophilia National 
Foundation, NHF) para representarlo y lo 
que usted puede hacer para ayudar.

BAJO LA LENTE 
DE AUMENTO
Así como todos tienen que estar pendientes 
de sus finanzas, los gobiernos estatales 
deben hallar el modo de no excederse en sus 
presupuestos. "A diferencia del gobierno 
federal, los gobiernos locales deben contar 
con un presupuesto equilibrado", explica 
Michelle Rice, vicepresidente senior para 
las políticas públicas y las relaciones con 
los accionistas de la NHF.

Medicaid ocupa una parte considerable 
en los gastos de cada estado y comprende 
cerca de la cuarta parte de los presupuestos 
estatales en su totalidad. Por ello, es 
blanco de una supervisión minuciosa. 
"Los cambios que se operarán no tienen la 
finalidad de dar prioridad a un problema 
de salud sobre otro", dice Marla Feinstein, 
analista de políticas públicas de la NHF. 
"Su finalidad es el control de los costos".

Los programas de Medicaid no 
pueden exigir que los pacientes paguen 
más. "De conformidad con Medicaid, 
hay reglas más estrictas en relación con 
la cantidad que puede desembolsar 
personalmente el paciente", dice Johanna 

Gray, vicepresidente senior de CRD 
Associates en Washington DC y asesora 
de políticas federales para la NHF.

Pero dichos programas ofrecen otras 
alternativas para reducir los costos. De 
acuerdo con Rice, los programas de 
Medicaid pueden reducir el reembolso 
(el monto que reciben los médicos y los 
hospitales a cambio del suministro de 
atención a los beneficiarios de Medicaid), 
estrechar la búsqueda de redes (la lista de 
médicos, hospitales y otros proveedores 
de atención médica que acepten Medicaid) 
o establecer formularios restrictivos (la 
lista de medicamentos recetados que 
cubre Medicaid). "En algunos casos, se 
intentan las tres cosas", dice Rice.

La NHF supervisa y hace seguimiento 
de las medidas legislativas y normativas 
en cada uno de los 50 estados. Cuando el 
equipo de Rice viene a enterarse de que 
puede haber cambios en el programa 
Medicaid, redactan el borrador de una 
carta dirigida a los funcionarios estatales 
de Medicaid. La carta explica cualquier 
preocupación, incluye las declaraciones 
de la posición pertinente a la NHF y 
solicita una conversación telefónica o una 
reunión personalizada.

LO QUE PUEDE HACER
En tanto, la mayoría de los cambios en 
las políticas pueden dar la impresión de 
escapar a su control, existen medidas 
que usted puede tomar para expresar 
su opinión:

Hable con su senador acerca de la 
BCRA. El Senado publicó en junio el texto 
borrador de la Ley de Reconciliación de 
una Mejor Atención Médica (Better Care 
Reconciliation Act, BCRA), el proyecto de 
ley que busca reemplazar la Ley de Atención 
de Salud Asequible. La BCRA reduciría el 
apoyo federal a los programas estatales de 
Medicaid de manera significativa, lo cual 
traería como consecuencia que muchos en 
la comunidad de personas con trastornos 

Preparándose 
para los 
cambios de 
Medicaid
Cómo defender 
la salud de su familia

hemorrágicos perderán su cobertura 
mientras el estado limita los beneficios, 
impone costos compartidos mayores 
o reduce la elegibilidad en vista de los 
recortes presupuestarios.

Cuando escoja un plan de salud, 
investigue. "Lea la política. Pida una copia 
de la lista del formulario de medicamentos. 
Pregunte si existe una lista de formulario 
separada por farmacia especializada", 
dice Rice. "Si no ve el medicamento de su 
elección ni en el formulario, ni en una lista 
de medicamentos especializados, llame y 
averigüe si está cubierto bajo un plan de 
seguro médico mayor antes de que usted 
escoja un plan". Casi todos los planes cubren 
el factor coagulante, pero debe saber cuáles 
pasos le corresponde dar para obtenerlo.

Lea su correo electrónico y responda 
al mismo. "Si le llega cualquier cosa 
desde el programa estatal de Medicaid, 
ábralo y léalo", dice Rice. Puede tratarse 
de la notificación de algún cambio que 
está por producirse. "Una parte de la 
responsabilidad es suya por seguir o no 
esas reglas". Asimismo, los proveedores 
farmacéuticos y médicos pueden hacer 
seguimiento de los problemas o solicitar 
información suya a través del correo.

Participe en la red de apoyo de los 
trastornos hemorrágicos. Si observa 
algún problema para tener a su atención 
médica, comuníquese con su capítulo, 
la NHF y el centro de tratamiento de la 
hemofilia. "Existen recursos que ayudan 
a que las personas resuelvan problemas 
individuales", dice Gray. 
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form a proper clot.2,3
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Insurers Can Bend Out-Of
-Network Rules For  
Patients Who Need  
Specific Doctors 
 
By Michelle Andrews August 15, 
2017 Kaiser Health News  
 
The Affordable Care Act has so far 
survived Republican attempts to re-
place it, but many people still face 
insurance concerns. Below, I answer 
three questions from readers. 
 
Q: I have a rare disease, and 
there is literally only one spe-
cialist in my area with the exper-
tise needed to treat me. I am 
self-employed and have to buy 
my own insurance. What do I do 
next year if there are zero insur-
ance plans available that allow 
me to see my specialist? 
I cannot “break up” with my sub
-specialty oncologist. I must be 
able to see the doctor that is lit-
erally saving my life and keeping 
me alive. 
 
If the plan you pick covers out-of-
network providers, you can continue 
to see your cancer specialist, alt-
hough you’ll have to pay a higher 
percentage of the cost than if you 
were seeing someone in your plan’s 
network. 
 
But many plans these days don’t 
provide any out-of-network cover-
age. This is certainly true of plans 
sold on the health insurance ex-
changes. 
 
The situation you’re concerned about 
— that a specialist you consider cru-
cial to your care isn’t in a plan’s pro-
vider network — isn’t uncommon, 
said Sabrina Corlette, a research  

professor at Georgetown University’s 
Center on Health Insurance Re-
forms. 

If this happens, you can contact 
your plan and make the case that 
this particular provider is the only 
one who has the expertise to meet 
your needs. (Unfortunately, you 
probably can’t get this coverage as-
surance before you sign up.) Then 
ask your plan to make an exception 
and treat the out-of-network special-
ist as if she were in network for cost
-sharing purposes. So, if in your 
plan an in-network specialist visit 
requires a $250 copayment, for ex-
ample, the plan would agree that’s 
what you’d be charged to see your 
out-of-network specialist. 

Or not. It’s up to the plan officials, 
and they may argue that someone in 
network has the expertise you need. 
If you disagree, you can appeal that 
decision. 

But it may not come to that, said 
Corlette. 

“Plans are prepared for this — the 
good ones are, anyway,” she said. 
“My understanding is that it’s pretty 
routine to grant exceptions for nar-
row subspecialties.”  
 
Q: My company has asked em-
ployees to pay the Cadillac 
tax rather than putting the bur-
den on the company. They are 
also telling us not to worry be-
cause it will never happen, but 
want us to agree that if it does 
we will take on the cost. Can 
they do that? 
 
Let’s step back for a minute. The so-
called Cadillac tax is a 40 percent 
surcharge on the value of health 
plans above the thresholds of  
$10,200 for single coverage and  
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which ultimately failed. But those 
versions might not have addressed 
your concerns, and you could have 
several options through the ACA. 

“Coverage wouldn’t necessarily have 
been cheaper,” said Judith Solomon, 
vice president for health policy at 
the Center on Budget and Policy Pri-
orities. 

Under the Senate bill, for example, 
the nonpartisan Congressional Budg-
et Office predicted that average 
2018 premiums for single coverage 
would be 20 percent higher than this 
year’s. In 2020, however, premiums 
would be 30 percent lower than un-
der current law, on average. But de-
ductibles and other out-of-pocket 
costs would be higher for most peo-
ple under the Senate bill, according 
to the CBO. 

Premiums for young people would 
generally have declined. The bill 
would have allowed insurers to vary 
rates to a greater degree based on 
age, resulting in lower premiums for 
young people. In addition, premium 
tax credits generally would have in-
creased for young people with in-
comes above 150 percent of the 
poverty level. 

Your current coverage options under 
the ACA depend on your family situ-
ation. If you have coverage available 
to you through your employer, you 
can keep your daughters on your 
plan until they turn 26. For many 
parents, this is the most affordable, 
comprehensive option.  
 
If that’s not a possibility, assuming 
the three of you live together and 
you claim them as dependents on 
your taxes, you may qualify for sub-
sidized coverage on the health insur-
ance marketplace next year.  Your  

$27,500 for family plans.  
 
A few months ago when it looked as 
if the ACA was going to be replaced, 
many employers believed, as yours 
apparently still does, that the Cadil-
lac tax would never become effec-
tive. Both the House and Senate bills 
delayed the tax until 2026, and a lot 
can happen between now and 
then. With the collapse of efforts to 
repeal the ACA, however, the tax is 
on the front burner once again, said 
J.D. Piro, who leads the health and 
law group at benefits consultant Aon 
Hewitt. It’s set to take effect in 
2020.  
 
Under the law, insurers or employers 
would be responsible for paying the 
tax, but experts say the costs would 
likely be passed through to enrollees 
(whether or not you explicitly agree 
to absorb them). So it may not mat-
ter how you respond to your em-
ployer.  
 
Also, employers who don’t want to 
pay the surcharge might sidestep 
the issue by reducing the value of 
the plans they offer, said Piro. For 
example, they could increase em-
ployee deductibles and other cost-
sharing, make coverage less gener-
ous or shrink the provider network. 

“That’s simplest way to avoid the 
tax,” he said. 

Q: I need to purchase affordable 
health insurance for my two 
daughters who are 19 and 17. Is 
Trump insurance available yet? I 
need something I can afford and 
everything is so expensive. 

President Donald Trump never put 
forward a proposal to replace the 
ACA. Instead, he backed the House 
and Senate replacement versions,  
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Leading Bleeding Disor-
ders Advocacy Organiza-
tions File Hemophilia Dis-
crimination Complaint 
Against Wellmark Blue 
Cross and Blue Shield 
 
Source from HFA & NHF August 15, 
2017 
 
—Complaint argues Wellmark’s with-
drawal from the Iowa marketplace 
discriminates against protected 
health conditions under the ACA, in-
cluding hemophilia, and its disclo-
sure of a patient’s personal health 
information violates HIPAA  
 
WASHINGTON, Aug. 15, 2017 /
PRNewswire-USNewswire/ — The 
National Hemophilia Foundation 
(NHF), Hemophilia Federation of 
America (HFA), and Hemophilia of 
Iowa (HOI) filed a complaint today 
with the Office for Civil Rights at the 
U.S. Department of Health and Hu-
man Services (HHS) requesting that 
federal action be taken to end an Io-
wa insurer’s discrimination against 
people with hemophilia. The com-
plaint alleges Wellmark Inc. violated 
provisions of the Affordable Care Act 
(ACA) and effectively prevented he-
mophilia patients from accessing 
care when it carved certain counties 
in Iowa out of their ACA plans and 
then pulled out of the Iowa market-
place entirely. The complaint further 
alleges Wellmark violated the Health 
Insurance Portability and Accounta-
bility Act of 1996 (HIPAA) when it 
publicly stated it was providing 
health insurance coverage to a 17-
year-old male with hemophilia at a 
cost of $1 million per month.  
 
Hemophilia is a rare inheritable 
bleeding disorder that: prevents the 

blood from clotting normally; can 
result in extended bleeding after in-
jury, surgery or trauma; and can be 
fatal if not treated effectively. The 
Centers for Disease Control and Pre-
vention estimates 20,000 Americans 
have hemophilia.1 

 

“Prior to the Affordable Care Act, 
health insurance companies routine-
ly denied coverage to people living 
with pre-existing conditions, and im-
posed annual and lifetime caps on 
benefits, which disproportionately 
affected people living with chronic 
lifetime diseases,” said Val D. Bias, 
CEO, NHF. “The ACA makes these 
discriminatory practices illegal, so it 
is unconscionable for an insurer like 
Wellmark to deny coverage to indi-
viduals with significant health needs, 
including people living with hemo-
philia. That is why we and our advo-
cacy partners filed this complaint on 
behalf of the bleeding disorders 
community and, in essence, all indi-
viduals living with chronic health 
conditions.”  
 
A history of discrimination by 
Wellmark 
The complaint maintains that 
Wellmark Inc., an insurer that of-
fered Qualified Health Plans (QHPs) 
in Iowa through 2017, “has a long 
history of discriminating against and 
intimidating those with hemophilia” 
and “has gone to extreme lengths to 
avoid covering hemophilia claims.”  
 
Wellmark’s latest and most punitive 
action occurred on April 3, 2017 
when it announced it would not sell 
or renew ACA plans in Iowa effective 
January 1, 2018. The company’s of-
ficial statement regarding their with-
drawal noted a loss of approximately 
$90 million in the marketplace since 
2014 and continued uncertainly over 
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household income would need to be 
no more than 400 percent of the 
federal poverty level (about $82,000 
for a family of three). You can apply 
for that coverage in the fall. 
If you live in one of the 31 states 
plus the District of Columbia that 
have expanded Medicaid coverage to 
adults with incomes below 138 per-
cent of the poverty level (about 
$28,000 for a family of three), you 
could qualify for that program. You 
don’t have to wait for open enroll-
ment to sign up for Medicaid. 
 

Kaiser Health News, a nonprofit 
health newsroom whose stories ap-
pear in news outlets nationwide, is 
an editorially independent part of 
the Kaiser Family Foundation.  
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Pfizer  
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Bioverativ ad 
with  mom 
kissing boys 
face 

Bioverativ.com

It’s because of this belief that we:

Brought the leading extended half-life therapies to people with hemophilia
—innovation that has changed the way hemophilia can be managed.

Sponsor free genetic testing for people with hemophilia and carriers
through My Life, Our Future. Together with program co-founders the American
Thrombosis and Hemostasis Network, Bloodworks Northwest, and the National
Hemophilia Foundation, we are advancing disease understanding and research 
for the entire community.

Transformed humanitarian aid in hemophilia, with Sobi, by committing to
donate up to one billion IUs of factor therapy over 10 years to help close the
treatment gap in the developing world. More than 12,300 people have been
treated through the WFH Humanitarian Aid Program, which is receiving 500

We not only believe great science can conquer the toughest medical challenges, 
we live it every single day.

Science matters.
Because patients matter.™

HEM-US-1906 07/2017

DEDICATION AND PERSONAL SUPPORT
The Patient Affairs Liaison role was created based on community 
feedback about the importance of helping to connect patients 
and caregivers with Pfizer Hemophilia tools and resources.

PP-HEM-USA-0773-02 © 2017 Pfizer Inc. All rights reserved. Printed in USA/April 2017

To get in touch with Annie, call 
Pfizer Hemophilia Connect 1.844.989.HEMO(4366)

What we do:

Provide helpful information about Pfizer Hemophilia programs and services

Serve as a resource to hemophilia treatment centers to help patients obtain 
access to Pfizer medicines

Serve as a primary point-of-contact for local advocacy groups

Participate in local and national events and programs

Upon request, meet with patients and caregivers to answer questions related 
to Pfizer Hemophilia resources

Working for you—From Brooklyn, New York to
Eastern Pennsylvania

Name: Annie Sukhnandan
Hometown: New York, NY
Fun fact: I love my German Shepherd mix, Teddy—
He’s a rescue!
Current obsession: Binge-watching movies
What prepared you for this role? As the former Program 
Director for the Hemophilia Association of New 
York, I’ve been a dedicated advocate for the 
hemophilia community for the past 10 years.
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necessary steps to remedy Wellmark’s 
unlawful conduct.”  
 
Requested action by the federal 
government 
The complaint, filed pursuant to the 
ACA’s nondiscrimination provision and 
on behalf of NHF, HFA and HOI, requests 
the Office for Civil Rights at HHS: review 
the basis for Wellmark’s decision to 
withdraw from the Iowa marketplace 
and take steps to remedy the company’s 
actions; review Wellmark’s public disclo-
sure of patients’ health information; and 
seek civil monetary penalties from the 
insurer for noncompliance with federal 
civil rights protections.  
 
1 Centers for Disease Control and Pre-
vention, Hemophilia Data & Statistics, 
https://www.cdc.gov/ncbddd/
hemophilia/data.html. Accessed July 27, 
2017. 
 
2 Tony Leys, Iowa teen’s $1 million-per-
month illness is no longer a secret, The 
Des Moines Register, May 31, 2017, 
http://www.desmoinesregister.com/
story/news/health/2017/05/31/
hemophilia-patient-costing-iowa-insurer-
1-million-per-month/356179001/. Ac-
cessed July 27, 2017. 

the future of the ACA. However, on 
March 30, 2017, a senior Wellmark ex-
ecutive gave a public speech citing cov-
erage of a 17-year-old male with hemo-
philia that cost the company $1 million 
per month as a motivating factor.  
 
The complaint charges that given the 
rare nature of hemophilia and the rela-
tively low population of Iowa, this public 
disclosure, done without the patient’s 
consent, was a clear violation of patient 
privacy protections in HIPPA. The com-
plaint further alleges that this revelation 
was made for the purpose of justifying 
their withdrawal from the marketplace. 
The patient’s information was also 
widely disseminated in local, national 
and online media coverage, much of 
which featured commentary by a 
healthcare policy researcher – 
“Everyone is trying to avoid the $12 
million-man because whoever catches 
him basically can’t make money” – that 
could have an impact on coverage op-
tions not only for people with hemophil-
ia, but also individuals living with other 
chronic lifetime diseases.2  
 
“Wellmark’s wrongful disclosure of the 
patient’s condition and costs, and its 
decision not to sell policies to individu-
als with hemophilia, has resulted in oth-
er insurers withdrawing from the Iowa 
marketplace,” said Kimberly Haugstad, 
President & CEO, HFA. “In fact, Iowans 
seeking health insurance in Iowa’s mar-
ketplace now have only one insurer 
from which to choose, Medica, which 
announced it would raise premiums an 
average of nearly 45 percent to afford 
the risk it will incur. This increase will 
make coverage financially prohibitive 
for many people, which is directly at-
tributable to Wellmark’s wrongful dis-
closure of patient information.  We  
therefore are asking HHS to take all 
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The Role of Sales Represent-
atives for Home Infusion 
Pharmacies 
By Ogden M. Forbes, Ed.D. 
 
The role of sales representatives for 
home infusion pharmacies needs to be 
defined, accepted, and enforced univer-
sally by the bleeding disorders communi-
ty.  Sales representatives can have a 
long lasting positive influence on the 
overall health and welfare of individuals 
with bleeding disorders.  However, the 
RN and the Pharmacist are the only peo-
ple that are licensed to manage your 
medical condition on the home infusion 
pharmacy level.  For purposes to address 
any confusion for our bleeding disorders 
the following list is provided as initial 
talking points and recommendations. 
 
CAN DO! 
 Provide information regarding ser-

vices provided by the pharmacy to 
potential clients.  

 
 Provide dinners [within reason] to cli-

ents or potential clients regarding 
pharmacy services. 

 
 Provide educational events with quali-

fied medical personnel.  
 
 Arrange dinners with manufacturer 

representatives for education regard-
ing products. 

 
 Provide advocacy assistance and/or 

referral to an organization for assis-
tance within guidelines. 

 
 Ask if clients or potential clients have 

factor assistance programs.  
 
 Verify clients or potential client’s in-

surance information when the client 
wants to come on service.  

 Represent specialty pharmacy at na-
tional and local hemophilia confer-
ences and events. 

 
 Take and place monthly factor and 

supply orders, and verify shipping in-
structions. [Accreditation regulations 
and rules maybe or are starting to lim-
it this action to only licensed staff.] 

 
 Request co-pays from any government 

insurance per pharmacy contract and 
pharmacy accreditation. 

 
 Sponsor clients involved in fund rais-

ers [e.g., Hemophilia walk-a-thons] 
 
CANNOT DO! 
 Give medical advice. 
 
 Infuse patients. 
 
 Call medical doctor on behalf of client. 
 
 Keep clients from regular telephone 

medical assessments conducted by 
pharmacist or RN’s. 

 
 Access any medical records of the cli-

ent. 
 
 Discredit the advice of treatment cen-

ter doctors or nurses. 
 
 Interact with minors with bleeding dis-

orders on social media.  
 
 Prevent former employed clients from 

obtaining unemployment insurance.  
 
 Encourage clients to ask their doctors 

to switch factor products.  
 
 Buy, sell, or exchange medications 

[including factor or narcotics] from or 
with clients.  

 
 Interfere with medical care for sole  
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 purpose of moving clients to another 
pharmacy for financial benefit. 

 
 Falsify documents of clients or signing 

on their behalf.  
 
 Pay co-pays or exchange anything with 

a cash value considered an inducement 
to clients. (e.g., Accepting large gifts is 
illegal, and can jeopardize the client’s 
health insurance.)  

 
 Ignore HIPPA Guidelines related to pa-

tient privacy. 
 
 Ignore OIA guidelines and the Anti-

Kickback Statutes. 
 
 Encourage clients to order factor when 

it is not needed.  
 
 UNPROFESSIONAL BEHAVIOR! 
 
 Encourage clients to search for other 

clients. 
 
 Slander the reputations of sales repre-

sentative from other pharmacies.  
 
 Offer jobs to clients in order to have a 

new patient. 
 
 Discourage clients from attending edu-

cations events (in order to isolate them 
from any competitors). 

 
 Hide individual industry identities at 

bleeding disorder events in order to 
befriend and collect names for busi-
ness. 

 
 Dress inappropriately. 
 
Over the last 20 years or so, a seeming 
multitude of anecdotal stories have been 
promulgated of sales representatives from 
all over the United States representing a 
variety of home infusion pharmacies –  
anecdotes illustrating both helping and   

substantially harming the bleeding disor-
ders community with behaviors cited 
above. 
 
It seems to me that more than a few 
home infusion companies need to clean 
house, to appropriately train their sales 
team, and focus exclusively on those be-
haviors of optimal benefit to the bleeding 
disorders community.  
___________ 
 
Ogden M. Forbes has a Doctorate in Edu-
cation and is also the father of six children 
– five of whom have hemophilia.  He is 
also the co-author of Blue Genes: Surviv-
ing the American Medical System in the 
21st Century and other hemophilia related 
publications.  He lives in Southern Califor-
nia.  
  
Reprinted with permission from Jane 
Forbes, RN, (from Helpful Hemo RN’s Fa-
cebook group page) and her husband, the 
author, Ogden Forbes, Ed.D to highlight 
that the RN and the Pharmacist are the 
only people licensed to medically manage 
your medical condition on the home infu-
sion pharmacy level.  There still seems to 
be some confusion of the role of the sales 
representatives for the home infusion 
pharmacy.  

 
 
 

 
 
 
 

 

 

 

 

 

 

 

 

 

 

 
 
 
 
 
 
 

 

Blood Brotherhood  
For Adult Men with Hemophilia  
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The NJ Blood Brotherhood program holds free events for men with bleeding disorders.  This 
group is open to anyone over the age of 21 who has a bleeding disorder.  Each of our events 
incorporates a bit of education, socializing and a physical activity, but we typically use the time 
to get to know other guys in the community.  The events are completely free and there is no 
commitment to attend every event. 
 
If you’d like to join the Blood Brotherhood group and attend one of our events, please reach 
out to Joe Markowitz (Joe.Markowitz@gmail.com, 201-650-0335) or Peter Marcano 
(petermarcano@gmail.com, 201-401-7080) or HANJ directly. 

 
HANJ has partnered with the Hemophilia Federation of America (HFA) to offer the Blood Brotherhood program.   
Blood Brotherhood is a men’s group open to adult men (21+) with bleeding disorders.  The purpose of this group is    
to provide an opportunity for older men with bleeding disorders to connect with their peers in a fun, relaxed setting.  
There  is NO COST to attend any Blood Brotherhood event and once you sign up, there is no obligation to attend 
every event.  Additionally, transportation assistance (gas cards or pre-paid Visa cards) may be available for each 
event, depending on our budget.  

Ad  
Half page 
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Discover more
about IXINITY
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Visit IXINITY.com

Aptevo BioTherapeutics LLC, Berwyn, PA 19312

IXINITY® [coagulation factor IX (recombinant)] and any and all Aptevo BioTherapeutics LLC brand, product, service and feature names, 
logos, and slogans are trademarks or registered trademarks of Aptevo BioTherapeutics LLC in the United States and/or other countries.

© 2017 Aptevo BioTherapeutics LLC.    All rights reserved.     CM-FIX-0112
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BDRN Brochure 
that used to be on 
the inside front 
cover 
 

In association with:

Bleeding Disorders Resource Network

BDRN’s Mission is to improve the quality of life for people living 
with bleeding disorders. 

At BDRN we are dedicated to serving and making a difference 

in the bleeding disorders community. We take a team approach 

to address each set of circumstances. Our commitment to

improving the lives of those living with a bleeding disorder is 

what motivates us and is the essence of everything we do.

Hemophilia Association of New Jersey

HANJ’s mission is to improve the quality of life for persons with a 
bleeding disorder by providing and maintaining access to highly 
qualified medical treaters and successfully proven medical regimens.

• Ensure access to care
• Secure more comprehensive insurance coverage
• Ensure the NJ Standards of Care are met
• Provide financial grants to hemophilia and bleeding disorder   

patients
• Provide financial grants in support of the HTC’s
• Provide education programs and reimbursement support to    

patients of New Jersey

The 340B Program is a federal drug discount program. It entitles 
certain safety net providers and clinics, including hemophilia    
treatment centers, to a discounted price for covered outpatient 
drugs. Rutgers/RWJ has registered to participate in the 340B    
Program as a Covered Entity. This will allow Rutgers/RWJ to     
purchase factor and other drugs at a discount. While other grant 
fundings suffer cutbacks, Rutgers/RWJ is able to use the cost   
savings and other program revenues to fund the services it provides 
to its patients. Rutgers has selected BDRN as one of its contract 
pharmacies under the 340B Program. BDRN and HANJ have 
agreed to work together to provide certain services for the Rutgers 
program, including patient education and financial assistance     
services. 

340B Program
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Shire ad with 
man and boy 
with cape 
 

Looking for a new, fresh 
perspective on living

with hemophilia? 

See What’s New at

www.LivingWithHemophilia.com

Introducing your all NEW guide
to Living With Hemophilia

Discover the new online destination 
for learning about hemophilia, living 
a healthy life and even leading in the 
hemophilia community. It’s all at the new 
LivingWithHemophilia.com. Our site has 
been totally redesigned to give you more of 

you don’t want. 

© Bayer. All rights reserved. BAYER, the Bayer Cross and Living With 
Hemophilia are registered trademarks of Bayer. 1/17. PP-775-US-0503



HANJ VIRTUAL  
TURKEY TROT 

 Please Join Us in our 1st  
Virtual Turkey Trot 

 What: You are invited to HANJ’s First Virtual Turkey Trot (Walk/Run)!   
 
 When: November 1st through November 30th, 2017 
 
 Where: You decide! It’s up to you! Choose your own date, time and   
 place to “trot”. 
 
 How: Register on our Walk Portal or call and request a Registration Form 
                http://hanj.org/event/virtual-turkey-trot/  
 
 You can register yourself or form a team to join you in spreading the   
 awareness while raising funds at the same time.  
  
 Prize: The Person/Team who raises the most money will win  
 a trip for 4  to the Hemophilia Federation of America’s Annual    
 Symposium, April 26th through April 30th, 2018 in Cleveland, Ohio. 
 
 Take pictures while you are trotting and submit them to the  
 HANJ office with permission to publish.  We may put them on  
 our website and in our newsletter.  
 
 For more information call the HANJ office : (732) 249-6000 
 


