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The Lone Star Chapter of NHF serves the bleeding 
disorders community of South Texas.  Our vision is very 
simple.  We exist to ensure that every South Texan living 
with a bleeding disorder has what he/she needs to 
manage his/her medical condition successfully.  This 
includes education/support groups, scholarships, 
financial assistance, and advocacy initiatives. We hope to see you as we                       wrap up 2015, and gear up for a fantastic 2016!
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Advocacy:  Become a member of the Texas Bleeding Disorders Coalition.  Develop ‘your storyʻ 
of your life with a bleeding disorder.  Participate in the Hemophilia Walk – yes – that s̒ advocacy!  
Spread the word, tell your story, and raise money so we can continue to provide quality 
programs and services for this community!  Attend a Winter Education Event where you can 
learn how to tell your story effectively to anyone who will listen!

Fundraising: Register for a Hemophilia Walk in your community. Visit 
www.hemophilia.org/walk and select Hou/Aus/Harlingen.  Be a part of this 
huge event!  Make plans to attend the 2016 Black and Blue Casino Night – do 
you know of someone who would donate wine for a Wine Pull?  An item for the 
silent auction?  Another couple who would like to attend with you?  Or ask your 
company to make a donation to the chapter.  It could be through their general 
donation program, or something fun like a ‘Jeans Day ,̒ raffles, or even sponsor 
an event.   ***EVERY PENNY HELPS***

Events:  Attend an educational dinner/event, Winter Educational Event, join our 
BʻLeaders Teen group, SHE Womens and Girls Program, or Mano a Mano Siempre 
Unidos Spanish support group.

It’s hard to believe it is fall, and we are looking toward the end of the year and 
the beginning of a new year!  We’ve had a very busy and successful 2015 so far! 
We’ve hosted the largest state meeting in the country, the Texas Bleeding Disorders 
Conference, sent 15 advocates to Washington DC as part of NHF Washington Days, 
had over 20 advocates at our Austin Legislative Days – which resulted in the passage 
of the bill we presented – HB 1038 – reallocating funds in the Hemophilia Assistance 
Program to help more people, hosted numerous educational events for our women 
and girls, Spanish speaking, teens, and parents, and there’s more to come!  We 
have hosted three Hemophilia Walks, and will host four informative Winter Education 
Events in December!

In this newsletter, you will find several ways you can get involved in the Lone Star 
Chapter of the National Hemophilia Foundation, to make life better for you or the 
person you care for with a bleeding disorder.  You can also make a difference for 
others in the community!  Our theme at The Texas Bleeding Disorders Conference 
this year was “If Not Me, Then Who?”.  If we don’t stand up and tell our story, 
fight for our care, and continue to learn everything we can to make our lives better, 
who will??  There are many ways you can get involved:
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About This Publication:

Factor Friends is the quarterly newsletter 
published free of charge to the members 
of the Lone Star Chapter bleeding 
disorders community.  The Lone Star 
Chapter does not endorse the products or 
services of its sponsors or advertisers.  
Any communication presented in this 
newsletter is strictly for informational 
purposes.  The recipients are advised to 
consult with their physician before using 
any information in this newsletter.

When your child is diagnosed with a bleeding disorder, it can be a scary time.  
Even if you have a history of bleeding disorders in the family, you are never truly 
prepared to hear that something is “wrong” with your child.  You begin to learn 
everything you can about the disorder and do your best.  The first bleed comes 
along, the second bleed, maybe a hospitalization for a port or a procedure.  Those 
teeth start to come out and you have a bloody mess that looks terrible!  But as 
parents, we do the next right thing to handle each situation.

It is easy to wonder and worry about what “might” happen.  “What if he falls 
and I am not close by?  Will I know how to treat his bleed?  What if he has a head 
bleed?  Did I make the right decision to not call the doctor?  What would I do if 
he developed an inhibitor?  What if I make a mistake and he gets a port infection?”  
I could list pages of “What If?” questions that have run through my mind at one 
time or another, but over the years, I have learned a very valuable lesson.  When 
I start focusing on what “might” happen, I miss out on the joys of life that are 
right in front of me. 

Bleeds will happen.  You will have to infuse.  Your child may go to camp (and if 
that happens, you will survive the week).  As parents, it is our responsibility to 
love and care for our children, and how we handle their bleeding disorder will 
determine how they live with it for the rest of their lives.

If you are in the middle of a terrible bleed or hospitalization, just remember – it 
will get better and on the other side you will breathe a little easier.

Cazandra currently lives with her family in New Mexico, but is a former Lone Star 
Chapter member.  We were excited to provide this article in Factor Friends!

If you have, you’ve seen our new look!  Thank 
you to a grant from the National Hemophilia 
Foundation, and the fabulous work of Meghan 
MacDonald, www.lonestarhemophilia.org is new 
and improved!

We hope this new look will be easier for the 
community to navigate and get the information 
they need, and informative for those looking to 
learn more about our chapter.

By Cazandra Campos-MacDonald, Reprinted with permission from Factor in Wellness, OptionCare
PARENT TO PARENT

HAVE YOU
VISITED OUR
WEBSITE LATELY?

WEBSITE



Baxalta and Adynovate are trademarks of Baxalta Incorporated.   USBS/MG159/15-0019(1)

For more information 
and updates, sign up at 
ADYNOVATE.com

 THE
COUNTDOWN 
HAS BEGUN.



On August 1st, the Lone Star Chapter, along with the South Texas Comprehensive Hemophilia Treatment Center, and 
program sponsors Baxalta and Novo Nordisk, hosted a fabulous education day.  Over 160 people attended, visited 
Exhibit Booths from 16 of our Industry Partners, learned about chapter initiatives and programs, and gained valuable 
knowledge about Food and Fitness, as well as Bullying Issues our community faces.  Thanks to the Valley Walk 
Committee for a fabulous Walk Planning Meeting after the event!  Thanks to a generous grant from Amerita, families 

enjoyed the rest of the afternoon at Schlitterbahn!

South Texas Family Education Day



By the time you are reading the article, we will have just finished our 8th Annual Walk season!  Once again, our community 
will come together to raise awareness for bleeding disorders, and critical funds for the Lone Star Chapter!  Since 2008, over 
$1 million has been raised, and we have been able to move into great office space, grow our Texas Bleeding Disorders Conference 
to the largest state meeting in the country, support programs like our SHE Women’s and Girl’s Program, Mano a Mano Siempre 
Unidos, and now the B’Leaders Teen Program.  Last year, we also made a $10,000 donation to the Judith Graham Pool Fellowship 
Program at the National Hemophilia Foundation.  This program supports doctors and researchers who every day come closer 
to creating better treatments and discovering a cure for bleeding disorders.

If you were able to attend this years walks, you know that they were INCREDIBLE!  Thanks to the hard work of our Walk Chairs 
Shelley Clawson (Austin), Rose and Roman Gomez (Harlingen) and their fabulous committee, and Debbie de la Riva (Houston), 
this year’s Walks have been the best ever!  More fun, more food, and hopefully, with your hard work, more dollars raised than 
ever before!  Thanks to our National Presenting Sponsor Baxalta, and National Sponsors Bayer, Grifols, Option Care, intuit, 
Novo Nordisk, Pfizer, Biogen, and Accredo with Local Sponsors Scott and Kim Martin, Chevy AutoNation, CVS Caremark, Emerson 
Remote Solutions, Tilson Home Corporation, Emergent BioSolutions, The Kinder Family, The Steven and Sheila Miller Foundation,  
Soleo Health, Advantage BMW, and Galen US, as well as all the individual donors who have donated so far!

You can STILL DONATE even after these great events online at www.hemophilia.org/Walk



Can you believe, Lone Star Chapter Board Member and Board Member Barry Haarde rode across the country – for the fourth 
time – on his bike??!!???!  This summer, Barry rode 4,368 miles over 50 days, from San Francisco, CA to Portsmouth, NH, to 
raise awareness for bleeding disorders and funds for Save One Life.  Barry raised over $40,000 this year, bringing his four 
year total to over $170,000!  Barry is defying the odds, being a hemophiliac riding his bike across the country, after doctors 
gave him a grim outlook as a child.  Barry does not let his hemophilia stop him from doing anything!  Barry and Save One 
Life would like to thank their sponsors  - Baxalta, Bayer, Biogen, Emergent, Alliance and Optum Specialty Pharmacy, and 
Hemophilia of Indiana.

What a summer it was for the bleeding disorders community!  The Lone Star Chapter would like to give a shoutout to all 
those campers at Camp Ailihpomeh who tried to and successfully infused themselves while at camp!  You are our heroes!

Barry Haarde Is At It Again!

SHOUTOUT to all the CAMPERS

COMMUNITY
SPOTLIGHT









Question: The rules seem to keep changing even though I've had the same insurance plan for several years. 
How do I make sure I don’t get any unpleasant surprises in January?

Answer: First and foremost, read the material you get during open enrollment. If you have insurance through your job, the 
human resources department will typically send information once a year, about a month or so before you can sign up. Or go 
to your insurance company’s website and read your plan’s information online. You may have a choice of plans. Even if there’s 
only one choice, you still need to understand plan changes from one year to the next.

 Sometimes the materials will specifically note what’s changed from last year, but I recommend confirming some 
additional things:

Is your factor covered the same way it was last year? For example, if your factor has typically been covered under 
the medical benefit, is it still covered there, or has it been changed to a pharmacy benefit?

If your factor has changed from medical to pharmacy benefit, for example, has your copay changed? If your factor 
is now covered under the pharmacy benefit, you might have a coinsurance instead.

Is your brand of factor available on your plan?

Has your factor provider changed? This includes home care company, specialty pharmacy, or 340B pharmacy at 
your HTC.

Is your HTC in-network?

Have any copays or coinsurances changed for HTC visits, emergency room visits, or any service you think you might 
need in your new plan year?

The NHF Personal Health Insurance Toolkit1 has a list of questions for evaluating and comparing plan choices. The toolkit is 
also helpful for looking at your next plan year’s documents to see if anything has changed.

Question: I used the NHF Toolkit, and I did see some changes for my next plan year. My deductible is higher 
and my coinsurance for factor is higher too. What should I do now?

Answer: Because you’re aware of the extra up-front cost, consider saving some money for the deductible. Start saving for 
that extra expense at the beginning of your plan year.

 Check to see if your factor’s manufacturer offers a copay/coinsurance program. Many do. NHF has a list of these 
programs on its website: 

http://www.hemophilia.org/Advocacy-Healthcare-Coverage/Key-Advocacy-Issues-and-Materials/Fact-Sheets/NHF-Summary-Of-
Patient-Assistance-Programs

HFA also has a list: http://www.hemophiliafed.org/resource-library/navigating-patientassistance-programs.

Elizabeth Stoltz Baxalta Director of US Patient Advocacy, Hemophilia
(Reprinted with permission from PEN s̓ Insurance PULSE, by LA Kelley Communications, 2015)

ASK THE EXPERT



Marla Feinstein is a policy analyst for NHF. She is instrumental in advocating for the bleeding 
disorder community at the national and state level. Her current efforts focus on ensuring 
access to care for people with bleeding disorders. She has presented on behalf of NHF at 
numerous national- and community-based meetings of government and industry stakeholders.

1. Toolkit: http://www.hemophilia.org/Documents/Personal-Health-Insurance-Toolkit, 7.  

2. https://www.healthcare.gov/glossary/co-insurance/ (accessed May 29, 2015).

3. https://www.healthcare.gov/glossary/co-payment/ (accessed May 29, 2015).  

4. https://www.healthcare.gov/glossary/deductible/ (accessed May 29, 2015).

Coinsurance: Your share of the costs of a covered healthcare service, calculated as a percent (for example, 
20%) of the allowed amount for the service.2

Copay: A fixed amount (for example, $15) you pay for a covered healthcare service, usually when you get 
the service.3

Deductible: The amount you owe for covered healthcare services before your health insurance or plan 
begins to pay. For example, if your deductible is $1,000, your plan won’t pay anything until you’ve met 
your $1,000 deductible for covered healthcare services subject to the deductible.4

ASK THE EXPERT (continued)







Before we know it, the holidays will be here, and it will be time for our annual Winter Education Events!  Be sure to join us for 
food, fun, education, a special visit from Santa at an event near you.  Events will be held December 3rd in Austin, Dec 12th in 
Houston, Dec 13th in Harlingen, and Dec 17th in San Antonio.  This year, the education focus will be on communicating effectively 
with your treatment team to get the best possible care for you and your family.  It is a team effort, and each member of the 
team needs to communicate effectively to come to an agreement on the appropriate care for the patient.  We will also be 

holding board elections for the 2016 Board of Directors.  Invitations will be mailed in November.

Education

Winter Education Events Preview

At the 2014 Texas Bleeding Disorders Conference, Save One Life’s Executive Director Laurie Kelley presented what life is like 
around the world with hemophilia.  Did you know that up to 70% of the world’s hemophiliacs do not have access to care?  
Laurie’s organization helps families in countries like Zimbabwe, India, and Haiti learn how to manage their bleeding disorder, 
helping chapters develop and grow, and provides product donations to patients who are suffering from life-threatening bleeds 
and have no access to product or treatment.  The 10-13 year olds at our conference were shocked at what life is like in these 
countries, and realized just how lucky they are to live in the United States.  They wrote letters to patients in these countries, 
and Laurie’s staff translated them into their native language.  They were recently delivered to patients in Honduras, and 
another set of letters are about to be delivered to Nepal.  These patients were so excited to receive letters from other 
hemophilia patients around the world!!!

Thank you to all of our donors and sponsors 
who have contributed to the Lone Star 
Chapter so far in 2015!  We are thankful 
for your generous support!  We would not 
be able to provide the quality programs 
and services we do without your support!

Save One Life and The Lone Star Chapter!



Education (continued)

Lone Star Chapter's First Young B'Leaders Event was a huge success!  14 Teens with bleeding disorders enjoyed an afternoon 
at Top Golf.  Emergent provided an interactive, educational session on the benefits of staying fit.  Teens learned the importance 
of staying fit, while protecting your joints, and got to practice some safe and effective exercises.  Then, they got the chance 
to show their skills with the golf club!  If you are 13-19, make plans to join us at our next event!!

Tell everyone you know that The Lone Star Chapter of 
NHF is participating in #GivingTuesday 2015!  Be certain 
to mark your calendars for this great social media event 
to benefit the Lone Star Chapter - December 1, 2015

TEEN PROGRAM - Staying FIT!

TELL EVERYONE
TODAY!
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