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A Message from the HFA Board

Outgoing Board President 
Carl  Weixler 

TITLE OF THE ARTICLE  

the Hemophilia Foundation 

Federation of America 

condolences to family and 

for the community that she so 

the Hemophilia Foundation of 

Federation of America 

its condolences to family 

She was a past Associate 

Former HFA Board President Carl Weixler passed the torch to Chad Stevens, incoming Board President at the 2008 Symposium.  !e 
Board and Sta" of the Hemophilia Federation would like to thank Carl for his commitment to the HFA as we proudly welcome Chad!

The 2007-2008 HFA Board tours North Little Rock after their 

board meeting on April 30th, 2008. 
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Outgoing Board of Directors Recognized

 Joyce Donlan

Erick Johnson will 

chair Donald Akers, Jr.

Joey Privat

s care and commitment 

Barbara Chang, 

President’s Award: Barbara 
Chang 

Volunteer of the Year: Tabby Mayhan

Carl Weixler, President 2005-2008 

three years as president  was 

presented the award to Carl and 

concluded with the sentiment 

Ron Neiderman Humanitarian 
Award given to Kim Bernstein

with the Ron Neiderman 
Humanitarian Award for her 

community lost Ron Neiderman 

Outstanding Members Recognized - 2008 Award Recipents
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ARJInfusion SERVICESARJARJ

...the Ultimate Factor.

Where caring is ...

Specializing in...

National healthcare concerns are more complicated for persons 

Insuring Survival

Enduring the Dynamics

hemophilia treatment and 

2008 Educational Symposium - Advocacy in Action 
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Pharmacy On Call 24/7Pharmacy On Call 24/7

No matter
  where you are,
   we are there
      for you

Leading the industry in 
scholarship opportunities 

for people with bleeding disorders.

Ask about our
”EDUCATION IS POWER” 

scholarship

All Brands – All Assays
All the Time!



Same Passion

1.866.436.4376

new name – new look…

Same People… 

www.hemophiliaoptions.com

T

Program Updates
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Kid’s Corner 
Kids with Hemophilia 

Just Like Me

Jesse Mayhan 

Spencer Duggan 

HFA Teen Connection

MyPlace
Jim Munn 
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Kid’s Corner

Just for Kids
BioRx announces its 2009 Kids Hemophilia 
Calendar Contest

Step Up Reach Out applications announced for 
2008 by Fleishman-Hilliard Inc. 

men with hemophilia called Step Up Reach Out is 

net.   



Bio Rx O!ers New Infusion Log and Medication 
Tracking Tool for Families Dealing With Inhibitors 

CINNCINNATI, Ohio (March 14, 2008) – BioRx, a 
national pharmacy specializing in highly customized care 
for the hemophilia community, announces the availablity 
of two new tools to enhance the lives of individuals with 
bleeding disorders and inhibitors and their families.  Both 
of the new tools facilitate therapy compliance, record 
keeping and documentation of bleeding episodes.  !ey are 
now available to BioRx patients as part of the company’s 
IMPACT inhibitor management program.  !e first tool 
is a new and improved Infusion Log for recording dates of 
infusions and bleeds, as well as other relevant information.  
!e second tool is a Medication Scheduling and Tracking Tool 
for scheduling medications in a busy environment, allowing 
multiple care partners to view it and tracking administered 
meds against the schedule.  For a copy of the article in its 
entirety, please visit www.hemophiliafed.org, Industry News 
Section (Information provided by Bio Rx). 

Center for Biomedical Continuing Education 
announces Educational Inhibitor Summits  

If you are an adult or child touched by inhibitors, or care 
for one, Inhibitor Education Summits are for you.  You will 
hear top experts speak about topics that directly a"ect you 
as a member of the hemophilia community and be able 
to ask them questions.  Be sure to reserve your spot today 
for one of the two locations: Denver, CO (July 25-26) or 
Birmingham, AL (October 10-11).  [Travel grants available, 
on-site child care provided, handicap-accessible locations].  
Learn more or register by visiting inhibitor summits.org 
or call toll-free 1-888-706-6867. (Information provided by 
Center for Biomedical Continuing Education- Educational 
Grant provided by Novo Nordisk).  

It’s your passion, let it out! 

Bayer Healthcare has created the “it’s your passion. let 
it out” contest.  Participants are asked to tell Bayer what 
they are passionate about as members of the hemophilia 
community and to express their passion in the medium of 
their choice.  !e entry can be anything from a photograph 
to a painting, essay, etc.  !ree entries will be selected for 
the grand prize- an all expenses paid trip for two to the 
World Federation of Hemophila 2008 World Conference 
in Instanbul, Turkey.  For more information on the contest, 
visit www.kogenatefs.com. (Information provided by Bayer 
HealthCare, LLC).

New EZ-Log Web Client Provides Additional Option 
for Tracking Hemophilia Treatment

BERKELEY, Calif. (April 21, 2008) – Bayer HealthCare 
announced the launch of EZ-Log Web Client, a new 
online tool that allows hemophilia patients and healthcare 

providers to record and track treatment on the EZ-Log Web site.  
Now hemophilia patients have the convenience of two options 
to enter and transmit data within the EZ-Log system, the EZ-
Log Web Client or the EZ-Log PDA – a hand-held device that 
allows patients to enter their treatment data in real-time by 
scanning barcodes of treatment packaging. For more information, 
please contact your local Bayer HealthCare Hemophilia Account 
Executive at www.kogenatefs.com/patients_RepFinder.cfm, visit 
www.kogenatefs.com/patients_EZLog.cfm, or contact EZ-Log 
Customer Support at 1-800-732-4188 ext. 27 or support@aheh.
com.(Information provided by Bayer HealthCare, LLC).

Industry News Hemophilia Federation of America

The Latest in Industry News

ioRx, a national pharmacy spe of the hemophilia 
community and be able to ask or 2ioRx, a national 
pharmacy spe of the hemophilia community and be 
able to ask or 2ioRx, a national pharmacy spe of the 
hemophilia community and be able to ask or 2ioRx, a 
national pharmacy spe of the hemophilia community 
and be able to ask or 2ioRx, a national pharmacy spe 
of the hemophilia community and be able to ask or 
2ioRx, a national pharmacy spe of the hemophilia 
community and be able to ask or 2ioRx, a national 
pharmacy spe of the hemophilia community and be 
able to ask or 2ioRx, a national pharmacy spe of the 
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Hemophilia Federation of America  Industry News

     

Bleeding disorders medications manfucturers were invited 
to present the latest in medical testing advances in the 
!erapy Advances Session of the HFA Symposium.  !e 
HFA welcomed Jurg M. Sommer, Ph.D, Hematology 
Research, who spoke on Research and Development of 
Longer Acting Factor VIII Products for Hemophilia A 
Treatment.  Although Hemophilia A a"ects a small group 
of people, Bayer is committed to finding a longer acting 
treatment.  In addition, CSL Behring is coming up with 
treatments and special factors for rarer forms of bleeding 
disorders.  Kilmartin presented information on Humate P, 
“Beriplex” or prothrombin complex contrite.   

Therapy Advances from Bayer and CSL Behring 

Your Shopping Searches and $$ 

Can Now Benefit HFA!
What if Hemophilia Federation of America earned 

a penny every time you searched the Internet or 

shopped online? Well, now we can!

Just go to www.goodsearch.com and be sure to 

enter HFA as the charity you want to support. And, 

be sure to spread the word!

Omissions and Edits 
Corrections from PAGE 13 of the the Winter 2008 Dateline 
Federation: 

Information on the Caremark Eric Delson Memorial Scholarship 
can be found at http://healthresources.caremark.com/topic/
prchemophilia.  

Information on the COTT Scholarship can be found at http://
www.cott1.org/news.html?topic_id=11

Information on the NuFACTOR Eric Dostie scholarship can be 
found at http://hemophiliafed.org/site54.php

www.goodsearch.com

More in Industry News

Bayer HealthCare Recieves Gold Award for www.living 
withhemophilia.com - Best Educational Web Site for 
Patients

BERKELEY, Calif. (April 28, 2008) – !e Health Information 
Resource Center has recognized Bayer HealthCare for 
execellence in Wed site development ofr its hemophilia 
patient education Web site, LivingWithHemophilia.com.  
!e site recieved the highest award for patient education 
information as part of the 2007 annual World Wide Web 
Health Awards competition, a program that recognizes 
the best Web-based health-related content for consumers 
and professionals.  For a copy of the article in its entirety, 
please visit www.hemophiliafed.org, Industry News Section 
(Information provided by Bayer HealthCare). 

Dr. Hani Atrash appointed Director of the Division of 
Blood Disorders (DBD) in the National Center on Birth 
Defects and Developmental Disabilities (NCBDDD)

E"ective Jun 2008, Dr. Atrash will assume his new role 
as Director of the DBD in the NCBDDD.  Over the last 
couple of years, under the direction of Dr. Roshni Kulkari, 
the DBD has expanded its vision and continued to lead 
in our communiry.  Dr. Atrash’s experitise in program 
development and in execution of large public health 
programs will combine with the strengths of the DBD’s 
scientists and sta" to enhance and expand the divisions 
excellent programs in blood disorders, and to increase 
DBD’s collaboration with other divisions at CDC, with 
partners at state and local health departments, and with 
private organizations. (Information provided by Dr. Ed 
Trevathan, Director, National Center on Birth Defects and 
Developmental Disabilities). 
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Avi Kumin, a partner 
in Katz, Marshall and 
Banks, LLP, along 
with Dana and Mandy 
Kuhn of PSI, Inc., 
presented the basics of 
rules and regulations of 
employment and how 
it a"ects insurance, 
retirement and 
hemophilia treatment.  
To better help members 
of the bleeding 
disorders community 
navigate issues with 

their employers and their family members’ employers as 
they work regulations and rules of the Family Medical 
Leave Act (FMLA), Americans with Disabilities Act (ADA), 
Rehabilitation Act, Employee Retirement Income Security 
Act (ERISA), HIPAA and COBRA were discussed as they 
relate to the members of the Hemophilia Community. 

In order to ensure job stability while dealing with a family 
or personal medical issue, Avi Kumin, an expert in employee 
rights, suggested that an employee understand the FMLA, 
meet the eligibility requirements for FMLA, and fulfill the 
reasons for leave.  In order to request leave, Kumin suggested 
that there were “no magic words” necessary but to protect 
oneself employees should (1) specifically ask for “family and 
medical leave,” (2) do it in writing and keep a copy and (3) 
connect the leave request to a serious medical condition.  

!e Americans with Disabilities Act (ADA) protects qualified 
individuals with a disability from discrimination in the 
workplace.  In addition, the ADA permits disabled employees 
to request workplace accommodations to allow them to do 
their jobs.  Although the ADA does not provide absolute 
protection from firing, there are rights when a person is 
approved for coverage under the ADA.  To qualify for the 
ADA a patient must be regarded as being or have a record of 
being substantially limited in a major life activity.  

ERISA is a federal law that applies to employer benefits plans, 
such as health care benefits and pension benefits.  ERISA 
provides protection to the patient because it rules that an 
employer cannot terminate an employee with Hemophlila 
because his/her use of health care benefits is expensive.  

Mandy Kuhn of PSI, Inc. explained the need to be open to 
HIPAA and COBRA options when changing employment.   
Our speakers all encouraged for persons with bleeding 
disorders to be relentless and become their own advocate 
when facing employment concerns.  

!ere are a number of resources available to persons with 
bleeding disorders and employment concerns and issues: 

Avi Kumin, Partner, Katz, Marshall and Banks, LLP

Dana Kuhn, Mandy Kuhn, PSI, Inc. 

ACCESS Program part of Hemophilia Health Services when 
it comes to social security and SSI call 880-700-7010 

Bleeding Disorders Hotline in TX if you have a problem 
while you are working call 800-520-6154

2008 Educational Symposium - Employment  

Employment, Retirement, Insurance- The Basics

 
• Make requests in writing

• Keep documentation

• Email description of 

events to yourself 

• Don’t give them any other 

excuse to fire you! 

(tardiness/attendance is-
sues), (performance prob-
lems) (insubordination)

PROTECT YOURSELF

against barriers to 

employment: 
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According to the attendees of 
the Navigating the ER session, 
emergency room visits can 
range from pleasant to terrible 
depending on the hospital, the 
doctor and the regulations for 
treating hemophliia.  Chris 
Walsh, MD, from the Mt. 
Sinai School of Medicine, 
advocates preparedness, and 
working together with your 
HTC or personal doctor and 
the treating physician.  

Walsh noted a need for an emergency medicine-approved and 
dessiminated list of guidelines for treatment of bleeds in the 
hemophilia community.  !e discussion focused around what 
patients feel is needed from emergency rooms.  Patients with 
hemophila present a unique case for emergency room doctors-they 
are particularly well educated and experienced in their disease and 
its treatment. Sometimes, but not always, ER doctors have little 
experience with management of bleeding episodes.  Walsh calls the 
relationship between bleeding disorders patients and emergency 
room physicians a “paradoxical situation [which] often leads to 
frustration for both.” He adds,  “...it need not be this way.”

!e session’s question and answer portion revealed a number of 

2008 Educational Symposium - Emergency Care

Emergency Room Care

Patient Rights and Responsibilities in the ER 

- Your knowledge of your disease is you best 
weapon. 

- Carry a medical alert bracelet indicating your 
condition. 

- Carry a card with your HTC information. 

- Stress the need to contact the HTC.

- Carry and bring your own factor to the ER/
Hospital.

IN CASE OF EMERGENCY

IN CASE OF EMERGENCY
PATIENT INFORMATION
First, M.I., Last:  _________________________________________
DOB:                   _________________________________________
Address:            _________________________________________
Phone 1:            _________________________________________
MEDICAL INFORMATION
Primary Conditions _____________________________________
______________________________________________________
Known Allergies ________________________________________
Medication (include dosage and frequency) _________________
______________________________________________________

Fill out this “In Case of Emergency Card,” cut along the dotted 
lines, fold it in half and place it in your wallet so that your 
HTC and ER Doctor can be on the same page.  !is small card 
and your medical alert bracelet will be of great help in case of 
emergency. 

ways that patients can notify doctors and o#cials about their 
specific factor defiency.  !e key to preparing for a bleed is 
to call ahead.  Your local EMS director and ER can provide 
specific regulations, notifications and other information on 
your treatment ahead of time.  If you can educate the health 
professionals in your area emergency room, you will be more 
able to get good treatment from them.  

PHYSICIAN INFORMATION
First, M.I., Last:  _________________________________________
Address:            _________________________________________
Emergency #:   _________________________________________
Phone 2:           _________________________________________
HEMOPHILIA TREATMENT CENTER INFORMATION
First, M.I., Last:  _________________________________________
Address:            _________________________________________
Emergency #:   _________________________________________
Phone 2:           _________________________________________
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BY: JIM BROWN

!rough my advocacy experiences, I have discovered that 
certain elements and qualities are vital to successfully 
advocating on behalf of yourself and the bleeding disorders 
community. !roughout my professional career and volunteer 
experiences, I’ve advocated on behalf of various groups of 
people at several legislative and administrative levels.  I’ve 
provided testimony at state and federal legislative commi"ee 
hearings, dra#ed new legislation or amendments to current 
legislation, met with legislative aides responsible for health 
care issues, wri"en numerous le"ers, position papers and made 
phone calls on signi$cant health care issues.  My involvement 
in organizing events such as, “Day at the Legislature” has been 
a successful way for members of our local hemophilia chapter 
to meet with their legislators and advocate on behalf of the 
bleeding disorders community. 

Advocacy will always be a critical piece to our future as 
individuals with bleeding disorders and to the community.  
I hope the following suggestions will aid in your quest to 
become a great advocate.

1.  CLEAR - Provide clarity when discussing hemophilia and 
establish your purpose for the visit. It’s possible to meet with 
someone unfamiliar with hemophilia, the treatment process 
or other aspects of bleeding disorders. Use resource material 
from HFA, NHF, manufacturers, home care companies and 
others to supplement the discussion and provide further 
understanding.  Know what you are asking for!  Are you asking 
for legislation to be introduced?  Co-sponsorship of legislation?  
A vote for or against proposals?  A change to administrative 
policies?  Be sure to present strong clear points that emphasize 
your position.

2.  COMPLETE – Provide complete information.  Talking 
points, fact sheets or additional material to leave behind should 
be presented at the onset of your meeting.   Your goal is to 
become a primary source that provides complete information.  
Prepare yourself to address the opposition’s viewpoint which 
provides a thorough picture of the issue from all sides. 

3.  CONCISE – It’s best to be concise when presenting your 
position.   Time is o#en limited during these meetings. Key 
facts, terminology, bullet points, main issues and a concise 
view of the “big picture” are a good place to start.

4. CORRECT – It’s essential that you provide accurate and 
factual information.   Correct and reliable information makes 
the person comfortable and con$dent in advocating on behalf 

The Seven C’s of Advocacy

Jim Brown

Guest Author Hemophilia Federation of America  

Jim Brown has severe Factor IX hemophilia and is also a Hepatitis C and 
cancer survivor.  He is particularly commi!ed to advocacy, because he now 
has a grandson with severe Factor IX hemophilia.   Jim serves on the Board 
of Directors for Hemophilia of Iowa and "e Hemophilia Foundation 
of Minnesota/Dakotas where he also co-chairs the Industry Relations 
Commi!ee.  He is a Past President of the Nebraska Chapter of NHF, and 
remains active in their activities.

His work experience includes being an Instructor on the faculty of a school 
of nursing, supervisory positions in medical services in a state Health and 
Human Services agency, several years as Executive Director of a state-
wide health care organization, partnership in a small law #rm where his 
practice focused on health care law, college instructor in a paralegal studies 
program and CEO of a multi-million dollar corporation with several health 
care facilities in #ve states.  Currently he works for a hemophilia home care 
company.

Jim has co-authored health aide courses, articles for professional journals 
and newsle!ers, and has presented over 75 workshops and seminars on 
health-related topics and legal issues in delivering and accessing health care. 
His education includes graduation $om Nursing School as an RN, a B.S in 
Health Occupations Education $om the University of Nebraska and a Law 
Degree $om the University of Nebraska College of Law.

of your issue.  Furthermore, it makes you a reliable, trustworthy 
source to contact.

5. CURRENT – Provide the latest data, updates, statistics or 
status of your issue.  It is important to provide a history of your 
personal situation; however current information will give a be"er 
sense of how to advocate on your behalf.  Ensure you address 
whether immediate action is necessary or if the issue is not quite 
as pressing.  Timing can be critical to success or failure!

6. COMPELLING – Personal stories are a very compelling way 
to tell someone about the issue. It is especially critical for the 
bleeding disorders community to convey these stories because of 
the profound impact it can have on creating or changing public 
policies.  Personal stories put a “face” to the issue and can o#en 
impact changing an issue from a low priority status to an issue 
that needs immediate action.

7.  COMMI%ED – Show your commitment to the issue! 
Demonstrate your willingness to help through follow-up le"ers 
or emails, le"ers of support, testimonies at hearings and anything 
additional that will help support your issue.  Your long term 
commitment is a re&ection as to how important the issue is to 
you and the community you represent. 

Success can be achieved.  Recently, Senator Byron Dorgan of 
North Dakota introduced legislation that will raise the lifetime 
cap on private insurance policies.  Success for introduction of 
this legislation can be credited to the mother of a hemophiliac 
who fought $ve years to see introduction of this legislation.  
!is powerful example illustrates the importance of remaining 
commi"ed to an issue for the long haul.  



Hemophilia Federation of America  Ask Jill

A woman with von Willebrand disease, Jill Williams works as a 
vWD Specialist for Critical Care Systems.  She is a long-time 
advocate in the bleeding disorders community, and has authored 
numerous national articles, pamphlets and booklets on the medical 
and psychosocial issues of women with bleeding disorders.  

Focus on the Feminine Q&As  Send questions to info@hemophiliafed.org, re: FOFMQA

Dear Jill: 
Should young women be put on birth control for heavy, prolonged periods? My daughter is miserable and 
embarrassed about her bleeding. 

Idaho

Dear Idaho:

Many girls with bleeding disorders have a tough time when they begin menstruating. Although their first few periods may 
be light, often girls experience heavy flows (sometimes accompanied by clots) which interfere with school, family life, hob-
bies and other activities. It is not unusual for periods to last longer than 10 days. 

!erefore, it is important to take your daughter to your Hemophilia Treatment Center for evaluation of her menstrual 
bleeding. Birth control pills are one option for regulating menstrual flow. Some girls require additional treatments such as 
Stimate® or plasma-based clotting factor.

Your health care team at the HTC will work with you and your daughter to find the best solution for her menstrual issues. 
Some HTCs work with OB-GYNs who are familiar with bleeding disorders – so they might refer your daughter to such a 
physician.

Heavy periods can cause teenagers to feel embarrassed and depressed.
If you feel your daughter is feeling overwhelmed by her menses, contact the social worker at your HTC for a consultation.

  Jill 

Dear Jill:
I heard last year that some kind of big report on VWD was coming out. Whatever happened to that?

California

Dear California:

Good news!  “!e Diagnosis, Evaluation, and Management of von Willebrand Disease” was published in December, 
2007, by the National Institutes of Health (NIH), the U.S. Department of Health and Human Services, and the National 
Heart, Lung, and Blood Institute (NHLBI). !is important document provides the United States’ first clinical guidelines 
for the diagnosis, treatment and management of VWD.

!e original document was written for medical professionals. Now, a document with consumer-friendly language is being 
released. It will make the report findings more accessible to those who are not comfortable with medical language.

You may order copies of the report or download a PDF file at: www.nhlbi.nih.gov/guidelines/vwd/
                   Jill 

Jill Williams
Disclaimer 

!is material is provided for general information 
only. !e HFA does not give medical advice or 
engage in the practice of medicine and recom-
mends that you consult your physician or local 
treatment center before beginning any form of 
treatment.

 © Hemophilia Federation of America 2008
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News Hemophilia Federation of America

2008 HFA Educational Symposium Exhibitors 
2008 Educational Symposium Exhibitors provided a welcome break from conference activities 
in their information and fun-filled booths.  Employees and volunteers representing 34 companies 
and organizations shared in the fun.  The groups represented were: Inalex Communications, Bayer 
Healthcare Pharmaceuticals, Coram Inc., Factor Support Network, Matrix Health, HPC International, 
Hemophilia Alliance GPO, Talecris Biotherapeutics, NewLife HomeCare, Inc., ARJ Infusion Services, 
CoAg !erapeutics, PPTA, AHF, INC., Baxter BioScience, Hemophilia Health Services, Paragon 
Hemophilia Solutions, Specialty !erapeutic Care, Homecare for the Cure. CVS Caremark, Grifols USA, 
Biomed Pharmaceuticals, National Cornerstone Health Svcs., BioRx, CSL Behring, Critical Care Systems, 
Novo Nordisk Inc., Walgreens-OptionCare, Care for Life, Wyeth Pharmeceuticals, Medex Biocare 
Pharmacy, Factor Health Alliance, Hemophilia Federation of America, Patient Services Inc., Coalition 
for Hemophilia B, Am. !rombosis & Hemostasis Ntwk, Hemophilia Foundation of Arkansas
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Hemophilia Federation of America  News
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2008 HFA Educational Symposium Exhibitors 

Thank you 

for your 

support! 
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Historic Bill Passed by Senate

Senate Passes Historic Bill on Genetic Information 
Nondiscrimination: Americans Can Take Advantage of Health 
Advances without Fearing Discrimination.  

WASHINGTON, DC–  (April 24, 2008) – With overwhelming 
support the Senate today passed by a vote of 95-0 the Genetic 
Information Nondiscrimination Act (S. 358).  !e bill is a testament 
to a strong bipartisan e'ort. !e Coalition for Genetic Fairness 
commends the members of the Senate for its commitment to a'ording 
comprehensive protections against genetic discrimination.

 !e Genetic Information Nondiscrimination Act (GINA) paves 
the way for the responsible use of genetic information while 
protecting against discrimination with respect to health insurance 
and employment.

 “We are grateful for the bipartisan e'orts of our sponsors in the 
Senate – Senators Edward Kennedy (D(MA) and Olympia Snowe 
(R(ME) as well as the tremendous support of Senator Michael 
Enzi (R(WY).  !ey are our champions and are making history 
today,” said Sharon Terry, President and CEO of Genetic Alliance, 
and President of the Coalition.  “Fears that genetic information 
could be misused hurts individuals, researchers, clinicians, and 
associated industries. Today, our fears have been addressed.”

Marla Gilson, Director of the Washington Action O)ce of 
Hadassah, said, “Just 10 years ago, only 100 genetic tests existed.  
Today, that number has grown to over 1,000 and everyday these 
tests are helping diagnose thousands of health conditions.  Given 
the Jewish community’s historical experiences with genetic issues, 
we worked hard to see that this bill was passed.”

!e Coalition has worked for thirteen years toward the passage 
of legislation to eliminate the misuse of genetic information.  
Discrimination on the basis of genetic information had led 
individuals to shy away from genetic testing that could help them 
manage their health proactively.  It also has caused many to opt out 
of clinical trials for fear that their genetic information would be used 
against them. !is lack of participation has slowed the research and 
development of treatments and bene$cial drugs.

 “We now have a huge task ahead of us.” said Kathy Hudson, 
director of the Genetics and Public Policy Center at Johns Hopkins 
University, “to make sure that doctors, researchers, and the public 
are aware of the new protections GINA provides.” 

Join THE HFA 
Legislative Action Center

Community News Hemophilia Federation of America

S.358 protects Americans from discrimination by health insurers 
or employers based on genetic information by:

·     Prohibiting group health plans and issuers o'ering coverage 
on the group or individual market from basing eligibility 
determinations or adjusting premiums or contributions on 
the basis of genetic information.  !ey cannot request, require 
or purchase the results of genetic tests, or disclose genetic 
information.

·     Prohibiting issuers of Medigap policies from adjusting pricing 
or conditioning eligibility on the basis of genetic information.  
!ey cannot request, require or purchase the results of genetic 
tests, or disclose genetic information.

·     Prohibiting employers from firing, refusing to hire, or 
otherwise discriminating with respect to compensation, terms, 
conditions or privileges of employment. Employers may not 
request, require or purchase genetic information, and may 
not disclose genetic information. Similar provisions apply to 
employment agencies and labor organizations.

(Information Provided by: Coalition for Genetic Fairness)    

For more information about products,
services, and programs offered to the
hemophilia community, please call
1.888.999.2349 or visit our Web site at
www.hemophiliavillage.com

© 2007, Wyeth Pharmaceuticals Inc., Philadelphia, PA 19101 202068-01

make a difference in just five minutes

That’s all it will take to learn the issues and send a letter to Congress. 
The actions of our government have an enormous impact, so please 
educate yourself and take action.  Please be sure to sign up for our 
mailing list and we will keep you informed when you can make a dif-
ference.  The HFA Legislative Action Center provides access to 
 
 • Elected Officials
 • Issues and Legislation
 • Elections and Candidates
 • Media  

To have your  VOICE heard. 

Just Visit:      http://capwiz.com/hemophilia/home/



19     

Hemophilia Federation of America  News

Navigating Pain and Dental Care  

Randy Riley, MD, Joseph 
Yale, DDS shared their 
professional expertise in 
navigating pain and dental 
care issues as a person with a 
bleeding disorder. 

In a mid-morning session 
Riley shared his experience 
with treating pain as it relates 
with hemophilia gleaned 
from his roles as pharmacist, 
medical doctor and currently 
as he treats patients at the 
Indiana Hemophilia and 
!rombosis Center.  

Riley explained that pain is 
“always subjective”.  Patients each deal with pain di"erently and 
it is important for a patient to work with their treatment team to 
relieve the pain.  Treating pain can be greatly altered if it is not 
described correctly.  Riley suggests patients describe pain in their 
own words, explaining what the pain feels like and how that pain 
makes you feel.  By using the chart below, Riley suggested the 
doctor will be able to more easily assess your pain in comparison 
to other pain.  If trying to treat intermittment or a range of pain 
doctors prescibe keeping a pain log.  By documenting symptoms 
and the reaction to di"ering types of treatment, your physician 
can more easily communicate with you.  

!rough his presentation, Riley described a number of methods 
for relieving pain.  First, he suggests you work with your healthcare 
team to better understand your pain.  Always try activity/excercise 
as a way to treat pain- as Dr. Riley said “you are meant to move”.  
Additionaly Riley did not discount other non-medical methods 
to treat your pain, but cautioned against using FDA unapproved 
treatments in case they can react with your hemophilia treatment 
medications.  

When appropriate medication can be the next step in treating 
pain.  When these options have been exhausted Riley suggests 
sharing feelings of pain with a counselor.  He says, “!ink of it as 
a team approach- if you have more people on your team and they 
are working together, that is the ideal situation.”   

!e final sesssion of the 2008 HFA Symposium dealth 
with the sensitive topic of dental care.  Dr. Joseph Yale 
explained the treatment protocal for persons with bleeding 
disorders as two-fold: (1) the dentist must determine the 
serverity of the bleeding disorder (if it is severe, moderate 
or mild) and (2) the invasiveness of the dental procedure 
needed.  

Yale described patient dental needs from birth through 
adulthood and as those treatments relate to persons 
with bleeding disorders.  !e speaker first advocated 
preventative dental care and early treatment.  From the 
first dental o#ce visit at one year-old through adulthood 
Yale explained that normal dental care for a person with 
a bleeding disorder should be nothing to be afraid of.  
Dentists have the ability to determine the invasiveness of 
the procedure and if need be, procedures can be performed 
in a hospital if they are particilarly complicated and the 
patient’s bleeding disorder is severe.

Both professionals agreed that preparation and prevention 
are key to the complications of navigating pain and dental 
care as a person with a bleeding disorder.     


