
 

 

Hemophilia Foundation of Maryland, Inc.  Winter, 2015 

Hemophilia Foundation of Maryland 

Chapter Chat 
The Hemophilia Foundation of Maryland (HFM) 

 is a non-profit organization, which devotes its efforts to 
improving the quality of lives for persons with 
 bleeding disorders and their complications. 

Upcoming Events 

   Mar 31 – 
   Apr 02
  

HFM Family Weekend  
a HUGE Success! 

This year, fifty-five bleeding disorder families attended the HFM 
Family Educational Weekend at the Hyatt Chesapeake Bay from 
October 30 – November 1, 2015 – an increase from forty families 
in the previous year.   

This fun, interactive weekend offered families a chance to relax 
and learn about bleeding related issues alongside other families 
and individuals affected by a bleeding disorder. Educational 
information was presented in a fun & relaxed manner in a casual 
atmosphere where families were able to build lasting memories 
and new friendships.  Educational topics included Pain in 
Hemophilia, Step It Up – Being More Active with Hemophilia, 
New Factors – To Switch or Not to Switch?, To Tell or Not to 
Tell – Disclosure Issues for Women affected by a Bleeding 
Disorder, Gene Therapy and last but certainly not least, 
Advocacy!  

So that parents were able to enjoy the educational sessions 
offered without distraction, children participated in dance, fitness 
and swimming rotations with certified teachers.  

Halloween was celebrated with a talent show sponsored by 
Biogen’s Camp Academy.  Families practiced together on 
(Continued on page 2) 

For more information about 
HFM’s upcoming events, please 
email Miller8043@comcast.net 

Mar 12 HFM Bull & Oyster Roast 
Edgemere Volunteer Fire 
Hall 

HFM Annual 
Meeting – Four  
Season, Baltimore 

HFA Annual 
Symposium,  
Las Vegas, NV 
 
Family Education Dinner 
Night – Hilton, BWI 

Apr 09 

Feb 06 

Feb 15-
Feb 16 

Maryland Advocacy 
Days 
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Continued from Page 1 
 
throughout the day on Saturday with Camp Academy instructors 
and presented a phenomenal show on Saturday night.  It is safe to 
say participants brought down the house!   
 
The family weekend is HFM’s largest educational event and 
would not be possible without the support of our generous 
sponsors listed on the right.    
 
If you are affected by a bleeding disorder and have never attended 
an HFM family weekend and are interested in doing so, please 
contact the HFM office.   Families who have never attended an 
HFM family weekend are given priority placement for next year’s 
event.   

 

Thank You HFM Family 
Weekend Sponsors 

• Accredo 
• American Homecare 

Federation 
• Bayer 
• Baxter 
• Biogen  
• BioRx 
• BioTek reMEDys 
• Colburn Keenan Foundation 
• Cottrill’s Pharmacy 
• CSL Behring 
• CVS Caremark 
• DrugCo Pharmacy 
• Emergent Biosolutions 
• Grifols 
• Hemophilia Federation of 

America 
• HPC Specialty Pharmacy 
• Matrix Health Group 
• MedPro, Rx 
• National Cornerstone 

Healthcare Services 
• Novo Nordisk 
• Octapharma 
• Option Care 
• Pfizer 
• Soleo Health 

About this Publication 
 

It is the policy of the Hemophilia Foundation of 
Maryland that we do not endorse any one vendor over 
another.  It is and always has been our policy that we 
do not make our membership mailing list available to 
anyone outside the foundation.  However, because we 
appreciate the support our vendors give to the 
foundation and the bleeding disorder community at 
large, we do allow controlled advertising by our vendors 
to our members.  Any vendor can submit their 
advertising to us for distribution to our member list as 
long as they are willing to pay the full cost of such 
distribution, including, but not limited to processing 
and postage fees.  Any questions about the vendors’ 
products and/or services should be direct to the 
individual vendor.   

Any questions, comments or suggestions 
regarding this publication and our distribution 
policy should be directed to the HFM office at 

410.661.2307.   
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Hemophilia Foundation of 
Maryland 

Annual Meeting &  
Educational Dinner Night	

Please Join Hemophilia Foundation of Maryland 
for an evening of food, friendship and education!  

 
Saturday, February 6, 2016 

6:00 p.m. – 9:00 p.m. 
Four Seasons Hotel 

200 International Drive, Baltimore, MD 21202 
*FREE Valet Parking & Childcare Provided Compliments of HFM* 

 

Topic: Food & Fitness Basics followed by    
The State of HFM &  

Introduction of New Board Members 
 

Sponsored by: Novo Nordisk  
 
 
 
 
 

All attendees who submit a filled Exhibitor Bingo Card will be entered into a raffle 
to WIN one of twelve $50.00 Visa Gift Cards. 

RSVP to 410.661.2307 or by emailing Miller8043@comcast.net 
Please include the full names of all attendees  

and the ages of all children.   
 

* HFM's theme for 2016 is "Conquering Hemophilia Health and Insurance Barriers through 
Advocacy, Education, and Physical Fitness."  Stay tuned for more details!*  

 

RSVP by telephoning 410.661.2307 or by emailing 
Miller8043@comcast.net 

Event open to HFM community members with a bleeding disorder and their 
immediate family members only.   



 

 
4 

Hemophilia Foundation of Maryland, Inc. 

HFM Board Retreat 
 
HFM’s Annual Working Board Retreat was held on Saturday, 
November 21, 2015 at the Courtyard by Marriott at BWI.  This 
year’s presenters included Cliff Takemoto, M.D., Senator “JJ” 
Peters and HFA Executive Director, Kim Haugstad.   Topics 
included, but were not limited to:  HFM Policies and Procedures 
Overview, 2016 Event Planning and Budget Review, HTC 
Patient Care and Products Update, HFA Programs and Services 
and Advocacy in the Maryland Legislature.   Thank you to HFM 
Board President, Harvey Gates, for organizing this annual event.  
 
 
 
 
 
 
 
 
 
 
 
 

 
HFM Presented Bleeding Disorder Champion, Kim Haugstad, with a Certificate of 

Appreciation for her dedication and commitment to the bleeding disorder community. 
 
 
 

HFM Presented Maryland State Senator Douglas “JJ” Peters with a  
Certificate of Appreciation for his Advocacy Support. 

 
 
 
 
 
 
 

HFM Board 
Members 

Executive Director: 
Emma Miller-Clark 
 
Executive Assistant: 
Jamie Edwards 
 
Mailing Address: 
13 Class Court 
Parkville, MD  21234 
 
Tel:  410.661.2307 
Fax:  410.661.2308 
Email:  Miller8043@comcast.net 
 
Board of Directors: 
Harvey Gates, President 
Ryan Melton, Vice President 
Annette Maurits, Secretary 
Ellen Hartley, Treasurer 
 
Medical Advisor: 
James Cassella, M.D. 
 
Board Members: 
Natasha Burroughs 
William Hoffman 
Edgar Hutchinson 
Emmitt Jackson 
Carri Koenig 
Jennifer Marlatt 
Elizabeth Reimer 
Vaughn Ripley 
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In Memory of our Friends who have Passed  

 

 

HFM would like to take a moment to remember 
those HFM members who passed in the last year.  

"Those we hold closest to our hearts never truly 
leave us. They live on in the kindness they have 

shared and the love they brought into our lives." 

• Barry Alston 
• Marie Amos 
• Robert Boone 
• Joe Caronna 

• Patrick Furley, Sr. 
• Ethel R. Green 

• Carolyn Hiteschew 
• Doris Roy 

 

Contact a Patient Advocate in 
your Area: 

Tony Tezak 
Tony@cottrillspharmacy.com 
Tel:  717.480.8008 
 
Evelyn Tezak 
Evelyn@cottrillspharmacy.com 
Tel:  717.557.6004 
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At CVS Caremark, we’ve been helping families 
like yours for over 30 years. Our caring patient 
support helps ensure safety, convenient access 
and satisfaction. 

Hemophilia Care Program
CVS Caremark Specialty Pharmacy, Redlands
1-800-541-2934

©2011 Caremark. All rights reserved. 
www.cvscaremarkspecialtyrx.com

Trust the Experience

CVSCMK_Hemo_Redlands_Ad_0511_Updated.indd   1 5/13/11   9:04 AM
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Study: Antibody for Severe Hemophilia A May Reduce  
Injections Needed to Prevent Bleeding 

 
First-in-human study of ACE910 suggests excessive bleeding prevention is possible with a weekly subcutaneous 
injection compared to standard two or three intravenous injections every week, and should be effective in 
treating patients with inhibitors 
 
(WASHINGTON, December 1, 2015) –  An antibody engineered to prevent excessive bleeding in patients with 
severe hemophilia A may be safe and effective, and require fewer injections than existing options, according to 
a first-in-human study of the treatment published online today in Blood, the Journal of the American Society of 
Hematology (ASH).  
 
Hemophilia A is an inherited bleeding disorder caused by a deficiency of functioning factor VIII (FVIII), a 
protein essential to clotting. Because their blood does not clot properly, people with hemophilia A have a high 
risk of excessive internal and external bleeding and may suffer complications in the joints, muscles, and organs. 
Half of patients with hemophilia A have the severe form of the disorder, characterized by extremely low levels 
of FVIII in the blood. Standard care for these patients focuses on preventing bleeding episodes by maintaining 
acceptable levels of FVIII, by administering either engineered or plasma-derived FVIII. While this therapy is 
effective, patients must self-inject FVIII product twice or three times every week intravenously, which 
represents a significant burden on these patients and their families. Furthermore, 20 to 30 percent of people with 
severe hemophilia A develop antibodies to FVIII product (termed “FVIII inhibitors”). 
 
To create a longer-lasting preventive therapy for severe hemophilia A-associated bleeding, a group of Japanese 
researchers launched a first-in-human Phase I trial to evaluate the safety, tolerability, pharmacokinetics, and 
pharmacodynamics of ACE910, a bispecific antibody that mimics FVIII and works with other clotting factors to 
make the blood clot properly. Due to the different molecular structure from FVIII, the effect of ACE910 is not 
expected to be disturbed by FVIII inhibitors, and ACE910 is unlikely to induce development of FVIII 
inhibitors. Researchers enrolled 40 Japanese and 24 Caucasian healthy male volunteers ages 20 to 44 intending 
to evaluate and compare the drug’s activity in these groups. In part A of the study, the Japanese volunteers were 
randomized to receive one of five doses of ACE910 (ranging from 0.001 to 1 mg/kg) or placebo 
subcutaneously. In part B, the Caucasian volunteers were randomized to receive one of three doses (ranging 
from 0.1 to 1 mg/kg) or placebo subcutaneously. Volunteers were monitored based on their dose group, ranging 
from four weeks of observation for 0.001 mg/kg to 24 weeks for 1 mg/kg. 
 
Doses of ACE910 up to 1 mg/kg appeared to be safe, as researchers observed minimal adverse events in both 
the Japanese and Caucasian volunteers. Researchers did not observe any cases of hypercoagulability. All 
reported adverse events were not serious and did not lead to study withdrawal. Additionally, ACE910 absorbed 
into the plasma at a steady rate similar for both Japanese and Caucasian volunteers and remained in the blood 
with a half-life of four to five weeks, suggesting that the drug’s therapeutic effects could be sustained with 
once-weekly subcutaneous dosing of ACE910.  
 
“These data are very encouraging for patients with severe hemophilia A irrespective of the presence of FVIII 
inhibitors, as ACE910 has the potential to offer the opportunity to live more normal lives without constantly 
planning around the next injection,” said study author Midori Shima, MD, PhD, of Nara Medical University. 
“The first clinical investigation of this drug in hemophilia A patients with or without FVIII inhibitors has 
already been implemented, and Phase III studies are being planned to start in the near future.” 
 
Source:  Blood (www.bloodjournal.org) Blood is the official journal of the American Society of Hematology (ASH) 
(www.hematology.org)  

http://www.bloodjournal.org/content/early/2015/11/30/blood-2015-06-650226
http://www.bloodjournal.org/
http://www.hematology.org/
http://www.hematology.org/
http://www.bloodjournal.org/
http://www.hematology.org/
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World's first in-human gene-editing  

treatment will tackle hemophilia 
 

This controversial medical method could prevent people from spontaneously bleeding to death 
internally. 
 
Hemophilia B is a terrifying disease. The livers of those suffering from the genetic disorder fail to produce a key 
protein called Factor IX, which is responsible for clotting blood. Without this protein, they're at constant risk of 
uncontrollable bleeding, including internally. However, a pair of researchers believe that their novel gene 
therapy could permanently cure the disease. To that end, the team of Michael Holmes and Thomas Wechsler 
from Richmond, California's Sangamo biopharmaceuticals, have announced that the world's first in-patient gene-
editing therapy targeting these faulty genes will commence next week. 
 
The procedure leverages CRISPR-9 gene-editing techniques wherein scientists snip out a section of DNA and 
insert other strands in its place. Despite recent advancements in the technology, including saving the life of a 
Leukemia-stricken toddler, the scientific community remains skeptical of these newfound gene-editing methods. 
The NIH has even gone so far as to ban funding its research. All of the technique's previous uses have required 
that cells be removed from the patient, modified and then reintroduced. Sangamo's method, however, mods the 
patient's genetic structure directly. 
 
The researchers are going to use CRISPR-9 to snip out the bad Factor IX genes move them closer to a so-called 
promoter (because it "promotes" the expression of other nearby genes) for albumin. Since the liver produces 
albumin naturally, putting the Factor IX genes right next to albumin's promoter should get the liver to produce 
lots of both. And with normal levels of Factor IX coursing through their veins, the patient's hemophilic 
symptoms should permanently subside. The team has already tested the treatment on both rodent and simian 
models, with great success. "Our dream, once we do the adult trial, is to transition to paediatrics," Sagamo 
spokesperson Fyodor Urnov, told New Scientist. 
 
Of course not everybody in the scientific community is super stoked by this trial. Many researchers have 
expressed worry that the DNA-splicing method could cause unforeseen and potentially devastating side effects, 
despite it being given the go-ahead by the FDA. However, as Matthew Porteus, founder of CRISPR 
Therapeutics, concluded to New Scientist, "Every scientist is worried. If you're not worried then you shouldn't be 
a scientist. The worry drives you to make the best components possible." 
 

Source: The National Academies 

Reprinted from http://www.engadget.com/2015/12/03/worlds-first-in-human-CRISPR-hemophilia/ 

https://www.hemophilia.org/Bleeding-Disorders/Types-of-Bleeding-Disorders/Hemophilia-B
http://www.nationalacademies.org/gene-editing/gene_167925
http://www.engadget.com/2015/11/29/gene-editing-to-fix-human-diseases/
http://www.engadget.com/2015/11/06/gene-therapy-cancer/
http://www.engadget.com/2015/11/06/gene-therapy-cancer/
http://www.engadget.com/2015/05/05/nih-bans-funding-for-genetic-engineering-of-human-embryos/
http://www.nationalacademies.org/gene-editing/gene_167925
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Alnylam’s hemophilia drug appears to lower  
frequency of bleeding in early study 

 

Dec 7, 2015, 10:35am EST Updated Dec 7, 2015, 10:40am EST 

In an analysis of the first 24 patients in an early-stage trial, Alnylam Pharmaceuticals says it found that those 
on the highest dose of its drug its potential treatment for hemophilia helped lower levels of a protein associated 
with the disease by an average of 79 percent, and up to 88 percent. In a post-hoc analysis, the decrease was 
found to correlate to fewer frequency of bleeding incidents over the study period. 
 
The data by Cambridge-based Alnylam (Nasdaq: ALNY) is being presented today at the annual meeting of the 
American Society of Hematology in Orlando, Florida. 

The drug, formerly called ALN-AT3, has been approved for the generic name of fitusiran. The Phase 1 trial 
results reported today update those given over the summer from the first 12 patients in the same trial.  
 
In an interview, COO Barry Greene said the data presented today supports the potential for the drug to be 
administered once a month, and the company plans to begin two Phase 3 trials in 2016. The trials (details of 
which are still in discussions with the FDA) would be relatively small — likely between 30 and 100 patients 
each, said Greene — with the hope that an application for approval could be submitted based on them. 
The drug is the second most advanced for the company, which specializes in RNA-interference technology 
where a biologically-produced drug would turn off a gene mutation that causes a disease. Green said the data 
presented today, as well as trial data given on Sunday regarding its drug for so-called complement-mediating 
diseases, further verifies its ability to gain approval for the first such drugs in the world. 
 
“What’s really exciting is this continues to provide evidence of the effectiveness of RNA interference,” said 
Greene. 
 
Fitusiran, which is injected, is intended to block the gene mutation that produces anti-thrombin, which is the 
body's natural regulator of thrombin, a protein that helps the blood the clot normally. It's the lack of thrombin 
that causes hemophilia, a disease which affects nearly 50,000 people in the U.S. and Europe. 
In an after-the-fact analysis, the company found that the drug caused "an 85 percent reduction in median 
estimated annualized bleeding rates." The company described how it arrived at that measure, saying it was 
"performed in patients from the most advanced three cohorts in Part C of the study to evaluate fitusiran effects 
on bleeding (data for the 1800 mcg/kg cohort were not sufficiently mature for this analysis). Here, the effect of 
fitusiran administration on estimated ABR (annualized bleeding rates) was evaluated through prospective 
measurement of bleeding events during an “onset period” (the period from day 0 through day 28 when initial 
AT (anti-thrombin) lowering is ongoing) and an “observation period” (defined as the period from day 29 to the 
last day available, to a maximum of day 112, during which AT levels exhibit sustained lowering)." 
The drug did not cause any significant side effects in patients. Particularly, the drug did not increase a small 
protein fragment known as D-dimer which is considered a biomarker of excessive clot formation. 
 
The company said it's now started enrolling patients in an extension of the Phase 1 trial and plan to report data 
from that study at least once a year starting in 2016. 
 
Source:  http://www.bizjournals.com/boston/blog/bioflash/2015/12/alnylam-s-hemophilia-drug-appears-to-
lower.html 

https://securepubads.g.doubleclick.net/pagead/adview?ai=BZqT6YQ5mVrINx6Qxm7WfoAa5kKj5BwAAABABIKmW2h84AFjp5Zj7yQJgyYaJiYikhBCyARN3d3cuYml6am91cm5hbHMuY29tugEJZ2ZwX2ltYWdlyAEJ2gFnaHR0cDovL3d3dy5iaXpqb3VybmFscy5jb20vYm9zdG9uL2Jsb2cvYmlvZmxhc2gvMjAxNS8xMi9hbG55bGFtLXMtaGVtb3BoaWxpYS1kcnVnLWFwcGVhcnMtdG8tbG93ZXIuaHRtbJgCjbcBwAIC4AIA6gIkLzQ2MzUvYnpqLmJvc3Rvbi9vb3AvYmxvZy9iaW9mbGFzaC8x-ALw0R6QA6QDmAOkA6gDAeAEAZIFCQgHGAEggeyNGpAGAaAGINgHAA&sigh=LF5kvUcfAQU&cid=5GhAcob9kqSyLDHnqh_rK9Hq&adurl=https://tpc.googlesyndicat
https://securepubads.g.doubleclick.net/pagead/adview?ai=BZqT6YQ5mVrINx6Qxm7WfoAa5kKj5BwAAABABIKmW2h84AFjp5Zj7yQJgyYaJiYikhBCyARN3d3cuYml6am91cm5hbHMuY29tugEJZ2ZwX2ltYWdlyAEJ2gFnaHR0cDovL3d3dy5iaXpqb3VybmFscy5jb20vYm9zdG9uL2Jsb2cvYmlvZmxhc2gvMjAxNS8xMi9hbG55bGFtLXMtaGVtb3BoaWxpYS1kcnVnLWFwcGVhcnMtdG8tbG93ZXIuaHRtbJgCjbcBwAIC4AIA6gIkLzQ2MzUvYnpqLmJvc3Rvbi9vb3AvYmxvZy9iaW9mbGFzaC8x-ALw0R6QA6QDmAOkA6gDAeAEAZIFCQgHGAEggeyNGpAGAaAGINgHAA&sigh=LF5kvUcfAQU&cid=5GhAcob9kqSyLDHnqh_rK9Hq&adurl=https://tpc.googlesyndicat
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 KOVALTRYTM

COMING
SOON

Bayer and the Bayer Cross are  
registered trademarks of Bayer.  
KOVALTRY is a trademark of Bayer.
©2015 Bayer HealthCare  
Pharmaceuticals Inc. 
All rights reserved.   Printed in USA    
08/15   PP-675-US-0008

 Register for updates at  
www.KOVALTRY.com

Antihemophilic factor (recombinant)
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Finding a Dentist who Treats People  
with a Bleeding Disorder 

You spoke and we listened. Many dentist will not treat a patient with 
hemophilia – and often times the task of finding a reputable dentist is 
nothing short of daunting.  Hemophilia Foundation of Maryland is 
working with the Johns Hopkins Hemophilia Treatment Center and Dr. 

Cliff Takemoto to develop a comprehensive list of dentists practicing in the State of Maryland who treat 
people with a bleeding disorder.  We would love to hear from you!  If you or your child have a bleeding 
disorder and receive dental care from a dentist you would like to recommend for this comprehensive list, 
please email HFM at Miller8043@comcast.net or telephone 410.661.2307.  You can also complete the 
form below and mail it to HFM at 13 Class Court, Parkville, MD 21234.  We would love to hear from 
you!   

Dentist’s Name: 
 

 

Practice Name (if any): 
 

 

Address: 
 

 

Telephone Number: 
 

 

mailto:Miller8043@comcast.net
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...for the human factor ® 
 
 

INFORMATION IS EMPOWERING. 
 

At Accredo, we believe the more you know about your 
condition and available options, the better. We provide 

educational materials and a team of dedicated professionals. 
We’re here to help you make informed decisions about your care. 

A personal touch from people who know bleeding disorders. 
 
                                Jerry McGrath | 215.287.2592

                                        gemcgrath express-scripts.co  
 

 
   

 
 

 

© 2015 Accredo Health Group, Inc. | An Express Scripts Company 

Deciding where your factor comes from is your choice.

Shouldn’t you choose a company 
that delivers more than 
just a box of factor?

BioRx works hard 

to earn your trust.

www.biorx.net

 

 

 
 

Hemophilia Foundation of 
Maryland Race to Stop the 

Bleeding 

Saturday, June 25, 2016 

This is HFM’s largest fundraiser and 
we need your support!  Please visit  

http://hfmonline.webs.com/race-to-
stop-the-bleeding 

to see how you can support this event! 

THANK YOU TO OUR HFM  
HOLIDAY PARTY SPONSORS 

 
MAIN SPONSOR ($4,000 OR MORE) 

 
SUSAN SHOMOAKER 

Tel: 703-789-2996 
 

Candy Cane Sponsor ($2,000-$3,999) 
 

 
 

 
Christmas Tree Sponsor ($1,000-$1,999) 

 

 
 

Gingerbread Sponsor ($500-$999) 
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• We advocate on behalf of           

patients

• We simplify access to 

    product

• We provide insurance 

assistance

Striving to enhance the quality of life for 
people living with bleeding disorders

For peace of mind in managing all your bleeding disorder needs,
Carletha is ready to serve you!

• 

We provide community support 

and sponsorships

•
 

We coordinate care with your 

HTC and other health care 

providers

301.728.4835 | carletha-gates@nc-hs.com
www.nchswecare.com

 Carletha Gates, PhD 
   Regional Director

  

 
OPEN ENROLLMENT SEASON IS IN FULL SWING! 

 
It’s that time of year again! Open Season is now upon us. Please 
take some time to review your current health plan and any new 
plan you might consider joining for 2016. Review your current 
health plan for any possible changes that may become effective in 
2016. For new plans, be sure that your coverage is sufficient 

to cover your bleeding disorder needs.  
 

If you have questions pertaining to your specific health plan, you should contact your employer’s Human 
Resources department and they will direct you accordingly.  
 
Should you have any general questions, please don’t hesitate to contact HFM.  
 
Important dates for 2016 enrollment 

• January 1, 2016: 2016 coverage starts for those who enroll or change plans by December 15. 
• January 15, 2016: Last day to enroll in or change plans for new coverage to start February 1, 2016 
• January 31, 2016: 2016 Open Enrollment ends. Enrollments or changes between January 16 and January 31  
    take effect March 1, 2016. 
 
           If you don’t enroll in a 2016 health  
           insurance plan by January 31, 2016, you 
           can’t enroll in a health insurance  
             plan for 2016 unless you qualify for a   
           Special Enrollment Period. 
 

             Medicaid & CHIP – apply any time

           There’s no limited enrollment period for 
           Medicaid or the Children’s Health  
           Insurance Program (CHIP).  
               You can apply any time. 
 
            Need help applying?  
            MarylandHealthConnection.gov provides a 
            list of connectors by county who can 
            assist.  Please visit:   
            https:/www.marylandhealthconnection.gov 
            /assets/CE-Locations-and-hours.pdf 
 
             
 
 
 
         
 

http://hfmonline.bmetrack.com/c/l?u=594F19C&e=812E16&c=C9BC&t=1&l=3980836&email=29F0uClGwmB4Sm9uSyYG23zBjzlZ2TJR&seq=1
http://hfmonline.bmetrack.com/c/l?u=594F19D&e=812E16&c=C9BC&t=1&l=3980836&email=29F0uClGwmB4Sm9uSyYG23zBjzlZ2TJR&seq=1
http://hfmonline.bmetrack.com/c/l?u=594F19D&e=812E16&c=C9BC&t=1&l=3980836&email=29F0uClGwmB4Sm9uSyYG23zBjzlZ2TJR&seq=1
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Roche hemophilia drug wins fast-
track FDA designation 
ZURICH 
•    
•    
•    
•    
•    
•    
•    
•    
•    
•    
•    
•    

image: 
http://s4.reutersmedia.net/resources/r/?m=02&d=20150904&t=2&i=1076865055

 
HFM Will Award TWO Family Scholarships to  

Attend the World Federation of Hemophilia Meeting 
 

World Federation of Hemophilia will be hosting their annual conference in Orlando, Florida this year 
from July 24 – July 28, 2016!  This is a very unique opportunity for the Maryland bleeding disorder 
community.  As such, HFM will be sponsoring two (2) scholarships for patients with a bleeding disorder 
and their immediate family members to attend this conference.  The scholarship will include the cost of 
airfare for each attendee, conference registration fees and hotel accommodations only.   In order to apply, 
you must meet the following guidelines: 

• have not attended a national conference in the last two years. 
• are a patient with hemophilia or von Willebrand disease, or the parent of a minor child with 

hemophilia or von Willebrand disease who actively participants in HFM events, programming and 
fundraisers.   

To apply, submit the following information to HFM no later than January 31, 2016.  This information 
may be emailed to Miller8043@comcast.net, faxed to 410.661.2308 or mailed to HFM, 13 Class Court, 
Parkville, MD  21234.  

• Full Names and Date of Births of Interested Attendees. (Immediate family only) 
• Address 
• Telephone Number 
• State the last national meeting you attended, if any. 
• Identify your participation in HFM events and programming 
• State why you are interested in attending the Word Federation of Hemophilia Conference. 

mailto:Miller8043@comcast.net
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Roche hemophilia drug wins fast-track FDA designation 

 
First factor VIIIa-mimetic bispecific antibody to be investigated for the prophylactic 

treatment of hemophilia A 

Ninth breakthrough therapy designation for Genentech’s portfolio of medicines 
   

  Roche won a breakthrough therapy designation 
from the U.S. Food and Drug Administration for 
an experimental hemophilia medicine, aiming for a 
piece of the $11 billion hemophilia drug market. 
 
The Swiss drugmaker said its U.S.-based 
Genentech unit's ACE910 secured the fast-track 
designation as the company prepares separate 
Phase III trials in 2015 and 2016, the first in 
patients with hemophilia A with factor VIII 
inhibitors and the second for patients without 
inhibitors. 
 

It represents a threat to more traditional treatments 
from Novo Nordisk and Baxalta, the target of a $30 billion takeover attempt by Shire. 
 
Hemophilia A is a rare genetic disorder that prevents blood clotting. Patients receive lifesaving infusions of 
clotting factors, but development of inhibitors in many of those being treated interferes with efforts to control 
their bleeding. 
 
With the market for hemophilia medications expected to grow to $11 billion next year, Roche's ACE910 drug is 
closely watched because it could change the way the disease is treated. 
 
"FDA has granted breakthrough therapy designation for ACE910, recognizing an unmet need for patients with 
inhibitors and the promise of these early data," Sandra Hornung, Roche's chief medical officer, said in a 
statement. 
 
Last year, Roche said early data indicated encouraging reduction in bleeding rates in all patients. 
 
In 2012, U.S. regulatory changes created the breakthrough therapy designation, allowing the FDA to expedite 
development and review of drugs whose preliminary clinical evidence indicates substantial improvement over 
existing therapies. 
 
(Reporting by John Miller. Editing by Jane Merriman) 
 

Reported on September 4, 2015 on http://www.reuters.com/article/us-roche-haemophilia-fda-
idUSKCN0R40S420150904#ZoKcXey02o6qJ1jj.97 

http://www.gene.com/media/press-releases/14603/2015-09-03/us-fda-grants-breakthrough-therapy-desig 

http://www.reuters.com/article/us-roche-haemophilia-fda-idUSKCN0R40S420150904#ZoKcXey02o6qJ1jj.97
http://www.reuters.com/article/us-roche-haemophilia-fda-idUSKCN0R40S420150904#ZoKcXey02o6qJ1jj.97


 

 

  

Hemophilia Foundation of Maryland, Inc. Winter, 2015 

DRAGONFLY FOREST CAMP 
REGISTRATION OPEN NOW! 

Please visit  
http://www.dragonflyforest.org/session-4 

 
IMPORTANT - PLEASE READ!  
 
All camp charges will be taken care of by HFM. So when registering, when the 
registration process asks for a $50 deposit, please indicate  "would like to 
discuss payment options with Camp" and then email HFM that you have 
registered. We will then forward payment to Dragonfly Forest for the cost of 
the deposit.  
 
Also, when registering, please select Tier One - $200 and Car (Family Drives 
Camper). Again, HFM will cover all expenses for this camp - this is just to get 
you through the registration process. HFM will also provide transportation.  

 
Session Dates:   

August 5 – August 10, 2015 
 

Children ages 7-14 with a bleeding disorder may apply.   
 

Camp Spaces Fill Quickly – So Please Don’t Delay Completing Your 
Registration!  

HFM Sponsors the Full Cost for All 
Children to Attend Camp.   

For More Information, Please 
Contact the HFM Office at 

410.661.2307.   
 

Hemophilia Foundation of Maryland 
13 Class Court 
Parkville, Maryland  21234 
Tel:  410.661.2307 
www.hfmonline.org 
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