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Are You Interested In 
Advertising In Hemo-Flo?

Contact Danielle at
(225) 291-1675 or email Outreach@LaHemo.org

to add your business.

We reach over 1000 households each quarter!
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Dear Friends,

At the end of April, we were hopeful that the burdens of the pandemic 
were starting to ease as mask mandates and vaccinations helped to 
slow the spread and restrictions on gathering began to be lifted.  As a 
result, we have been able to hold several in-person events, and it has 
been truly joyful to reconnect with the community.  Now that the Delta 
variant has created a new surge, and we are unsure of the restrictions 
that will follow, we will continue to plan for in-person events with 
social distancing and masking protocols in place, and we will be ready 
to transition back to virtual if necessary.

Being back in person has kept the LHF team busy for the last few 
months!  In May, we had our Capital Advocacy Day at the Louisiana 
State Capital; in June, we had our Family Field Day and Virtual Camp; 
and in July, we had our Adult Retreat.  See details inside.  The common thread throughout each of these events 
has been fun, friendship, and fellowship.  It has been so nice to see our community members connect and support 
one another and chip in to help this organization grow and improve.  

October marks the beginning of our annual poinsettia fundraiser, so be on the lookout for ordering information 
in your email and on our website and Facebook page.  Now is a great time to start thinking about to whom you 
can sell these beautiful plants – family members, friends, office mates, church members, schools, and anyone 
else you can think of who may want to decorate their space with one or more lovely poinsettias for the holiday 
season. 

Coming up, we are planning our Men’s Retreat in Grand Isle on September 10-12, a family fun community bowling 
event at Four Seasons Bowling in Alexandria on September 11, and our Annual Meeting in Baton Rouge on October 
8-9.  Again, we are continuing to plan for these events in person, but we will be prepared to make adjustments if 
the pandemic restrictions change.  

We are confident that whatever the pandemic and the rest of the year hold in store for us, we will face it as a 
unified community and support one another through any challenges that may arise.

Ashley Castello

Director’s Corner
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Meet the Outreach Coordinator

 

On May 24 and 25, we held our Louisiana Capitol Advocacy Days in Baton Rouge, Louisiana.  Our 
event began on the evening of Monday, May 24.  Our twenty community participants gathered in the 
meeting room of the Hampton Inn in downtown Baton Rouge to receive training via Zoom by some 
of the advocacy experts of the bleeding disorders community.   
 
Tony Mitchell, Associate Director of State Government Affairs for the Southeast region for CSL Beh-
ring gave participants tips on talking to legislators and policymakers.  Dillon Harp, Government Rela-
tions Specialist for the National Hemophilia Foundation, coached participants on how to tell their sto-
ry to lawmakers in a way that would have the most impact.  Finally, Mark Hobraczk, Senior Manager 
for Policy for the Hemophilia Federation of America, discussed current legislative trends with our 
participants. 
 
Participants were given information on two important pieces of legislation relevant to the bleeding 
disorders community.  Senate Bill 94, written by Senator Jimmy Harris, would ensure that accumula-
tor adjusters could not interfere with patient assistance programs, and that patients in Louisiana 
would be able to use assistance programs to apply to their annual deductibles and out-of-pocket 
cost maximums.  House Bill 460, written by Representative Paul Hollis, would create a rare disease 
advisory council, giving a unified voice to Louisiana patients affected by rare diseases. 
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On Tuesday May 25, equipped with the knowledge from the training the night before, our group of 
twenty advocates set up two tables in the rotunda of the Louisiana State Capitol.  At the tables, 
we were able to educate any legislators who passed by on hemophilia and other bleeding disor-
ders and explain the two bills that we were there to support and why they were so important to our 
community.  In addition, many of the constituents that participated were able to arrange a meeting 
with their senator and/or representative in the House and Senate chambers.   
 
A few weeks later, we are happy to report, both bills that we supported at the Capitol were passed 
unanimously.  Louisiana became the seventh state to ban any use of copay accumulator adjust-
ers and the eighteenth state to create a rare disease advisory council.  We are so proud of our 
advocates and our part in making sure that these important pieces of legislation were passed to 
protect the access to care rights of the bleeding disorders community of Louisiana. 

LHF Advocating Team 

Left: The Peterkin Family and 
Ashley with Senator Louie 
Bernard. 

Right: LHF Board VP, 
Subodh Pethe giving our 
team a lesson on tying a 
necktie. 



LHF WANTS
YOU!

Treasurer position
and three trustee positions

are available.
JOIN TODAY!

Are you looking for an opportunity for 
personal and professional growth?  

Would you like to have the privilege to 
be of service and gain a greater sense of 

meaning and purpose?

Call (225) 291-1675 for more information or  apply at LaHemo.org



We here at Louisiana Hemophilia Foundation strive to see every individual with a bleeding disorder have 
a MedicAlert ID along with membership services in the event of an emergency. LHF will provide this 

service to you at no cost. Membership services must be renewed annually however, if you previously 
had a MedicAlert and have let your renewal lapse we can still get that ID and service for you.

Simply go to: www.lahemo.org/medic-alert and click the PDF, fill it out,
and email it back to us at Outreach@Lahemo.org.

The ID of your choice will be shipped directly to the you and we cover the cost. Membership services 
are available once application or renewal is processed. We also accept applications on your behalf from 

your HTC or Hematologist sent to us at: Outreach@lahemo.org

The importance and benefits of having a MedicAlert ID and membership service! 

MedicAlert speaks for it’s members in an emergency by providing: 

24/7 Emergency Response Team 
Personal Profile 

Portrait Photo (selfie) 
Printable Patient Profile 

Emergency Health Profile 
24/7 Wandering Support 

Emergency Contact Notification

Apply Today by visiting www.lahemo.org



8 Louisiana Hemophilia Foundation | www.LaHemo.org



9Hemo-Flo - Quarterly Newsletter of the Louisiana Hemophilia Foundation



 

Conciencia de la 
Hemofilia 

Podría tener un trastorno hemorragico? 
¿Qué es la hemofilia? 

La hemofilia es muy rara: sólo unos 20.000 estadounidenses tienen el trastorno. 

Afecta principalmente a los machos, ya que es una condición ligada al cromosoma X. La hemofilia afecta a 1 de cada 5.000 
nacimientos masculinos en los Estados Unidos y aproximadamente 400 bebés nacen con hemofilia cada año. 400.000 perso-
nas en todo el mundo viven con hemofilia y unas 20.000 viven con ella solo en los Estados Unidos. Todas las razas y grupos 
económicos se ven afectados por igual. Las personas con hemofilia que tienen acceso a la terapia de reemplazo de factores 
tienen una esperanza de vida normal. 

Síntomas 

Una persona con hemofilia puede sangrar dentro o fuera del cuerpo. Las personas con hemofilia no sangran más que las per-
sonas sin hemofilia, simplemente sangran más tiempo. Los tipos más comunes de sangrados están en las articulaciones y los 
músculos. Otros síntomas incluyen: 

Sangrados nasales 
Sangrado prolongado por cortes menores 
Sangrado que se detiene y se reanuda después de detenerse por un corto tiempo 
Sangre en la orina 
Sangre en las heces 
Grandes moretones 
Hematomas 
Hematomas fáciles (hematomas inexplicables) 
Sangrado excesivo con trabajo dental o extracción dental 
Períodos y/o períodos intensos que duran más de 7 días 

¿Adónde voy desde aquí? 

Si crees que podrías tener un trastorno hemorrágico, querrás  consultar a un experto. Los hematólogos son expertos en tras-
tornos hemorrágicos. Un hematólogo puede diagnosticar el trastorno hemorrágico, proporcionar orientación para controlar el 
trastorno hemorrágico y recetar los tratamientos y terapias para garantizar el mejor resultado posible. 

Los trastornos de sangrado son complejos y a menudo requieren colaboración con otros profesionales de la salud, como en-
fermeras, fisioterapeutas, genetistas y trabajadores sociales. Para facilitar la atención integral a los pacientes con trastornos 
hemorrágicos, el gobierno federal de los Estados Unidos proporciona algunos de los fondos que apoyan a los centros de trata-
miento de la hemofilia (HTC) en todo el país. Los HTC ayudan a coordinar su atención con otros expertos médicos para tratar 
todos los aspectos de su trastorno hemorrágico. Visita www.cdc.gov para encontrar un HTC cerca de ti. 

Información proporcionada por: 
La Fundación hemofilia de Luisiana: www.LaHemo.org 
Contáctenos en: Alcance LaHemo.org o llamando al (225) 291-1675 
3084 Westfork Dr. Suite A, Baton Rouge, LA. 70816 
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Benjamin Hicks will be twenty-one years old in August, and he is already standing out as a leader 
in the bleeding disorders community.  Diagnosed with Severe Hemophilia A when he was eleven 
months old, and as a child, he attended Camp Challenge, the hematology/oncology camp provid-
ed by Children’s Hospital.  As a teenager, he learned about LHF, and that is when he and his 
family started getting involved. 
 
One way that Ben is emerging as a leader is in his advocacy efforts.  In 2017 and again in 2018, 
Ben and his mom, Jen, represented LHF at NHF’s Washington Days where they met with nation-
al legislators to tell their story about hemophilia and the related challenges that their family faced.  
In 2018, 2019, and 2021, Ben also participated in LHF’s Capitol Advocacy Days where he provid-
ed the same type of valuable infor-
mation to state legislators.  His ef-
forts in 2021, along with the other 
advocates who participated, 
helped to pass a bill banning ac-
cumulator adjusters and another 
bill creating a rare disease adviso-
ry council in Louisiana.  These 
were both huge victories for Loui-
sianians with bleeding disorders. 
 

 
Ben Advocating for the LHF Bleed-

ing Disorders Community 
(With Representative Charles Ow-

en) 
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Opportunity To Give Back

VOLUNTEER WITH US 

What would you like to help us out with? 

Visit the “donation/volunteer” page on our 
website (LaHemo.org) to sign up for different 
opportunities ranging from help with Advocacy
to volunteering for Camp Globeclotters.

 

Congratulations to Our 
Spring 2021 Scholarship  

Recipients! 

 
Akesha Allen 

Robert Baricev 

Brooke Bergeron 

Tristan Conway 

Benjamin Hicks 

Brent Hicks 

Michael Joshua 

Kylie Kraemer 

Bailey LeBrun 

Micah Major 

Aiden Peterkin 

Jack Richard 

Marc Taylor 

Marilyn Russell 

 

Scholarships Provided By: 

Louisiana Hemophilia Foundation &  

The Wilson’s Foundation 
 

 

 

OOppppoorrttuunniittyy  TToo  GGiivvee  BBaacckk  
  

VOLUNTEER WITH US 

 

What would you like to help us out 
with? Visit the “donation/volunteer” 
page on our website (LaHemo.org) to 
sign up for different opportunities 
ranging from help with Advocacy to 
volunteering for Camp Globeclotters . 

Congratulations to our
Fall 2021 Semester 

Scholarship Recipients

Akesha Allen
Barbara Baricev
Brooke Bergeron
Tristan Conway

Benjamin Hicks Jr.

Michael Joshua
Micah Major

Aiden Peterkin
Jack Richard

Marilyn Russell

Scholarships Provided By: 
Louisiana Hemophilia 

Foundation & The Wilson’s 
Foundation



DDiidd  yyoouu  kknnooww::  
100% of donations received from Individuals go directly to assist patients?   

These donations help provide MedicAlert services, protective helmets for babies, 
transportations to HTC appointments and many other things that patients across the 

state are in need of. 

Want to help? You may make a monthly contribution or a one-time gift. Mail your dona-
tion  to 3084 Westfork Dr., Suite A, Baton Rouge, LA. 70816, or visit Www.LaHemo.org 
on our “donation/volunteer” page. You also give us a call at (225) 291-1675  to give to-

day!  

These donations help provide MedicAlert services, protective helmets for babies, 
transportations to HTC appointments and many other things that patients across

the state are in need of. 

Want to help?
You may make a monthly contribution or a one-time gift.

Mail your donation  to 3084 Westfork Dr., Suite A, Baton Rouge, LA 70816,
or visit www.LaHemo.org on our “donation/volunteer” page.

You can also give us a call at (225) 291-1675 to give today!

100%
of donations received from Individuals 

go directly to assist patients. 

Did you know: 

THE LOUISIANA HEMOPHILIA FOUNDATION 
was established in 1976 to help Louisiana residents  

with hemophilia, von  Willebrand’s Disease and other 
bleeding disorders lead normal and productive lives.

While we support research for a cure to bleeding 
disorders and look forward to the cure, our families 
continue to need services that we offer to increase 

their quality of lives.
Our programs are designed to meet the

needs of the community.
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When we began planning for camp in January, we were very hopeful that we would be able to hold 
an in-person camp, but after many conversations with our medical team and insurance providers, it 
became clear that the coronavirus risk was still too high, and we made the difficult decision to hold 
our camp virtually.  As a compromise, the camp planning committee decided to hold a one day, 
outdoor, in-person family day to give our campers a chance to meet and greet and have some fun 
together. 
 
Our Family Field Day was held on June 12, 2021, at Camp Istrouma in Greenwell Springs, Louisi-
ana.  As families arrived, they were able to peruse our sponsors’ exhibitor booths.  Everyone was 
then welcomed by our executive director and given an outline of all the fun and exciting activities 
that would be available that day.  First, all the campers and their family members were invited to 
participate in a rotation of team building games.  Then, lunch was served, and campers were en-
couraged to sit together at their reserved tables as they ate to continue getting to know one anoth-
er.  After lunch, everyone was free to roam the camp grounds and participate in any of the many 
activities available that day, including human foosball, archery, arts and crafts, fishing, canoeing, 
gaga ball, rock wall climbing, zip lining, water sliding, jumping on the blob, and swimming.  A live 
band, Press 1 For English, played music throughout the day.  A snowball truck and ice chests full 
of water and sports drinks were available to keep everyone cool.  Boiled crawfish was served for 
dinner, and we closed out the day with s’mores and a drum and dancing circle around the fire pit.  
It was a joyful day celebrating our young people affected by bleeding disorders and their families. 
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Over the course of the two weeks following Family Field Day, campers 
met virtually via Zoom three nights a week to engage in some online fun.  
Our online sessions included a disco trivia game night, an improv night, 
a juggling/magic lesson, a motivational conversation with hemophilia 
burn survivor Myles Ganley, a scavenger hunt, and a campfire sing-
along. 
 
Both in-person and online, our 2021 Camp experience was a huge suc-
cess.       

Team Building! Human Foosball! 

Ziplining! 
Drum Circle and Dancing! 
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On the weekend of July 30-August 1, 2021, LHF hosted its first ever Adult Retreat at the Embas-
sy Suites in downtown New Orleans.  This retreat focused on adults ages twenty-one and up af-
fected by bleeding disorders as either a patient, caregiver, spouse, or partner.  Since the target 
audience was so specific, the entire conference was able to be held in one room, with all of the 
educational session topics intended for the adult audience. 
 
The first night of the retreat was couples themed, and all of our sessions focused on the impact 
of bleeding disorders on romantic relationships.  Nicole and David Reynaud shared their inspira-
tional story of finding love amid a barrage of health concerns, the struggle of bleeding disorder 
related pain and addiction, and overcoming obstacles to conception.  Their heartfelt and candid 
account was a highlight of the weekend.  Closing out the first night, nine couples volunteered to 
be contestants on “The Newlywed Game.”  The brave contenders shared more than they bar-
gained for to the benefit and entertainment of the rest of the guests, who served as both audi-
ence members and judges.   

Tiffany and Bill’s first LHF Retreat 
David and Nicole did not leave a dry eye in the 

house! 

Akesha and Ashley posing at Cottrill’s 
Newly Wed Game Night 
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Ashley and Casey cruising on the Creole Queen  

On Saturday, our participants engaged in interactive 
sessions throughout the day, learning about new medi-
cation options for hemophilia, how joint and muscle 
anatomy are affected by joint bleeds, and gene thera-
py.  Saturday night’s dinner was served aboard the 
Creole Queen, as our participants embarked on a jazz 
dinner cruise along the Mississippi River.  The weather 
that evening was perfect, and we all enjoyed our time 
relaxing and taking in the scenery together on the ma-
jestic cruise. 
 
Sunday morning, we closed out our weekend with two 
more educational sessions on pain management and 
general health and wellness tips for living with a bleed-
ing disorder.  We are so pleased that we were able to 
offer this weekend retreat to the adults in our communi-
ty, and we look forward to making this an annual event 
moving forward.       

Left Top and Bottom: Optum’s Saturday morning inter-
active session, The ABC’s of Anatomy and Bleeds Con-
nected 



Micah may already be a familiar face to many in the hemophil-
ia community, but now he’s excited to represent Paragon 
Healthcare as an Account Executive in Louisiana and Missis-
sippi. Micah has spent the last few years attending and play-
ing collegiate golf at Louisiana College in Pineville, LA, which 
has given him the opportunity to travel across Louisiana and 
Mississippi and enjoy the beauty the states offer. His college 
experience also helped him realize his heart for serving peo-
ple, which aligns perfectly with Paragon’s heart as a compa-
ny. Whether you need a golfing partner on the weekend or 
want to learn more about how Paragon can help you manage 
your bleeding disorder, Micah’s your guy. 
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