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Chapter News
NHF Nevada has started
out the year strong! Our 1st
annual Winter Wine Fest
was held on February 19th
and was a huge success,
please see page 8 for details and pictures. In March
the Advisory Board of Directors met for their annual
day long retreat to focus on
strategic planning for the
chapter. I want to thank all
of them for giving up an
entire Saturday to plan for
NHF Nevada’s future. One
of the many goals set at the
meeting was to grow our
Advisory Board of Directors
and Committees. If you are
interested in serving or
know someone that you
think would be great,
please let us know.
As we move into Spring the
chapter has another inau-

gural event planned. Our
first Hispanic Education
Day is set for Saturday,
May 7th and will be a daylong event with programming for both adults and
children. We are excited
to offer this new opportunity to our Hispanic families.
We have made a few
changes to our spring and
summer education events.
Springfest is set for Saturday, June 18th and for the
first time will be held on
the same day as the
Renee Paper Memorial
picnic. In July we head up
to Northern Nevada for
the Reno Family Education
Day and Picnic which is
scheduled for Saturday,
July 9th. Please mark your
calendars and save the

date for these exciting
events.
Our Golf 4 the Kids tournament is set for June 6th
and will be held once
again at Red Rock Country Club’s private Mountain course. Please spread
the word to all of your
friends and family who
would love to spend a
day on the golf course. All
proceeds from the golf
tournament
fund
the
many
programs
and
events your family participates in. We hope to see
you and your family at
one of our upcoming
events!

RSVP Today!

Hispanic Education Day
Saturday, May 7, 2016
9:30 am-2:30 pm
Texas Station Convention Center
Please join us for our first annual Hispanic Education Day. All sessions
will be given in Spanish. There will be sessions on: Bullying, Expect the
Unexpected, Overcoming Obstacles and Goal Setting.
In addition, we will have a youth program that includes a talk on bullying
and some fun activities.
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Nevada Chapter of the National Hemophilia Foundation
2016 Program and Events Calendar
April 29-30, 2016
Women’s Retreat
Hilton Garden Inn, Reno, NV
May 7, 2016
Hispanic Heritage Event
Texas Station Hotel
May 13-15, 2016
Hispanic PEP
Red Rock Hotel
June 6, 2016
Golf for the Kids
Red Rock Country Club
June 18, 2016
Spring Fest/Renee Paper Memorial Picnic
Suncoast and Wet n Wild
June 25 & 26, 2016
Leader in Training Program
July 9, 2016
Reno Education Day and Picnic
July 16, 2016
Couples Event - location TBD
July 21-23, 2016
NHF Annual Meeting
Orlando, FL
August 7, 2016
Reno Ace’s Baseball Game
August 16-20, 2016
Camp Independent Firefly
Big Bear, CA
September 17, 2016
Reno Walk & 5K
Bartley Ranch Regional Park
September 24, 2016
Las Vegas Walk & 5K
Floyd Lamb Park
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Camp Independent Firefly
“Camp Hocus Pocus” is the theme for this summer’s
Camp Independent Firefly. Camp is set for Tuesday,
August 16 – Saturday, August 20, 2016 and will once
again be held at Camp Whittle in Big Bear, California.
For the first time this year, camper applications will be
completed online. All families who submitted an RSVP
form should have received an email with the link to
complete the camper application for their child on or around April 1st.
If you do not have access to a computer and/or need assistance completing
the camper application, please contact our office at 702.564.4368. Camper
applications are due June 1st.
Please keep in mind that if your child is attending another medically supervised
camp this summer they will be automatically placed on our camp waitlist. This
policy is in place to assure that every child with an inherited bleeding disorder
has an opportunity to attend a summer camp.

The Nevada Chapter of the National Hemophilia Foundation is dedicated to improving the
quality of care and life for people with hemophilia, von Willebrand disease, and other inherited
bleeding disorders through education, peer support, and advocacy.
Staff
Executive Director— Kelli Walters
Chapter Administrator— Anne McGuire
Advisory Board of Directors
President-James Arriola
Vice President-Marcela Custer
Treasurer-Brandi Dawkins
Secretary-Doug May
Board Member- Erika Albini
Board Member-Eron Butler

Hemophilia News and Views is published 4 times a year by the Nevada Chapter of the
National Hemophilia Foundation (NHF-NV). We welcome advertisers. Please contact
the office at 702.564.4368 for advertising rates.
The material in this newsletter is provided for your general information only. The Nevada Chapter does not give medical advice or engage in the practice of medicine. NHF-NV does not
recommend particular treatments for specific individuals and in all cases recommends that
you consult your physician or local treatment center before pursuing any course of treatment.
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Hemophilia Walk & 5K
Registration is now open!

2 Dates and Locations!
Reno Area: Bartley Ranch Regional Park

Saturday, September 17th

Las Vegas: Floyd Lamb Park

Saturday, September 24th

Register yourself and your team at www.hemophilia.org/walk
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Winter Wine Fest
Our inaugural Winter Wine Fest had over 200 people attending and raised
$30,000 to support the Nevada Bleeding Disorders Community! The event included food, wine, fabulous silent auction items and a wine pull! A huge thank
you goes out to our wine committee for all of their hard work: Sonia Arevalo,
Kelly Gonzalez, Doug May, Anne McGuire and Katrina Nicosia.

Thank you to Tivoli Village, Brio and
Leon Café for donating the space
and the food. We also want to
thank our incredible sponsors:
Baxalta, Biogen, CSL Behring,
Bayer Healthcare, Emergent BioSolutions, Factor Support Network
Pharmacy, Novo Nordisk,
Octapharma and Pfizer.
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Swim Time
Pools can provide safe workouts
By Matt McMillen
Swimming provides equal parts fun and good-for-you physical activity. It is
one of the safest ways to be active for people with bleeding disorders. “The
beauty of water is that it is supportive. It decreases the weight on your joints,
making it easier to move with less pain,” says physical therapist Nancy Durben, PT, of the Mountain States Hemophilia Center at Oregon Health and
Science University in Portland.
Lap swimming
As with any new exercise, first consult your hemophilia treatment center (HTC) team and then start slowly. “If you plan to swim laps, start with just a few at a time to build up your endurance,” says Christine
Rowell, MSPT, the physical therapist at Lucille Packard Children’s Hospital Hemophilia Treatment Center in
Palo Alto, California.
What stroke you do is up to you, says Durben. But keep in mind that it will depend on what your joints can
handle. “The breast stroke involves a kick/whip at the knee, and if someone has limited knee extension,
this could aggravate it,” Durben says. “The butterfly is a particularly demanding stroke,” says Rowell.
Save it until the others are perfected, she says. Be forewarned that some people cannot master this difficult stroke.
No matter what strokes you prefer, use the proper form. A swim coach can help you with that. Tell your
coach about any joint problems and physical limitations, says Durben. If you have limited range of motion in your arms, try using a kickboard. Or if kicking is a problem, place a pull buoy, a squishy piece of
foam, between your legs to give your arms a workout.
Swimming laps provides an excellent workout, but it’s not for everyone. Some people find them dull. Others lack the range of motion to perform all of the movements needed. For these folks, there are plenty of
other options for pool workouts.
Walk it off
Water walking is a good exercise for everyone, and especially for beginners who don’t know how to
swim. If you can’t swim, play it safe and wear a life vest while in the pool, Durben cautions.
To work different muscles, walk forward, backward and sideways, says Durben. “Even in water that is not
deep, you get resistance to your muscles as you walk,” she says.
Safety first
While swimming in a pool is generally considered safe, there are some precautions that you should take.
Ask your physical therapist to help you design a program for your specific needs. Find out if you should
infuse before you swim. “It is a low-impact activity, but you are working hard,” says Durben. “Why risk a
bleed?”
If you’re a lap swimmer, wear goggles so you can better judge the distance to the wall; otherwise, you
risk colliding with it and causing a bleed. Further, goggles protect your eyes from chlorine, an irritant.
Other equipment to consider:
• Ear plugs, which reduce the risk of ear infections
• Swim caps, which protect your ears from water and your hair from chlorine
• Swim fins, which help you swim more efficiently
• Water shoes, which help prevent cuts and abrasions in and out of the pool
Finally, don’t forget to hydrate. You may be in water, but you still need to drink plenty to prevent dehydration. Durben recommends 20 ounces of water each hour that you are in the pool.
Copyright Hemaware August 2015
Picture from Believe_In_Me/Thinkstock
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Another successful Washington Days is in the books! 350 participants from around the nation
attended to advocate for the community. We met face to face with lawmakers and staff
who shape national healthcare policy. We asked our Nevada legislators to do three things:
1. Participate in the Red Tie Challenge by doing a one-minute floor speech in honor of Bleeding Disorders Awareness Month or posting a photo wearing the red tie on their social media channels.
2. Support funding for the hemophilia programs at CDC and
HRSA in their appropriations requests.
3. Co-sponsor the Access to Marketplace Insurance Act
(House) or introduce companion legislation (Senate).

NHF’s annual Washington Days empowers individuals in
the bleeding disorders community to impact the legislative process.
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Nevada Yellow Dot Program Provides Vital Service
The Yellow Dot Nevada Program is a free, life-saving program that
alerts first responders at a vehicle-incident scene that an occupant
may have medical issues. This information is vital in the “golden hour”
following an accident or roadside medical episode. Through
knowledge gained from this information, emergency workers can increase the chance of survival or lower the risk of error for an incident
victim who may be incapacitated.
A yellow dot decal on the rear window of the driver’s side of the vehicle alerts first responders to check the glove compartment, where a Yellow Dot kit contains vital medical information about the driver and/or passengers.
A Yellow Dot kit contains the following:





A Yellow Dot decal

Name and emergency contact information

List of allergies or medical conditions for the participant(s)

Name and contact information of the participant’s physician and preferred hospital, if any


Information, if any, about the participant’s health insurance

Once information is compiled and complete, the kit should be stored in the car’s glove compartment, while
the Yellow Dot decal should be affixed to the car’s rear window on the driver’s side.

Kits are available from the Hemophilia Treatment Center and at local libraries.
For additional information about the program, visit rtcsnv.com/yellowdot
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We are pleased to announce two awards available beginning in the Spring of 2016.
The Advocacy Award is open to any individual with a bleeding disorder or a caregiver, who invests time and volunteers to better the Nevada bleeding disorder community. A monetary gift is given to the recipient of this award.
The Educational Scholarship will be available for any individual with a bleeding disorder who is accepted to a secondary school, part or full-time, in the fall of 2016.
You can request applications by emailing amcguire@hemophilia.org. The deadline
to apply is June 1, 2016.
Are you headed to college next year? Now is the time to start looking for scholarships that are available to those with bleeding disorders. For more information on
scholarships please either visit the website below, contact our office or contact Jay
Hill at the Hemophilia Treatment Center. www.kelleycom.com/scholarships.html
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Do you shop at Smith’s Grocery Store?
Smith’s Food & Drug has a new Smith’s Community Rewards program that lets customers select the
charities Smith’s will donate to, based on dollars they spend in stores. We currently have 24 families
signed up. If you have not already, please link your Smith’s Rewards Card to our unique Community
Rewards number 48291. Once linked, every time you swipe your Smith’s Rewards Card or enter
your phone number, the Nevada Chapter of the National Hemophilia Foundation will receive a
quarterly donation from Smith’s based on the dollars spent.
There is no cost to enroll, and enrollment will not affect your fuel points or coupon discounts.
To Enroll in the Smith’s Community Rewards program go to:
www.smithsfoodanddrug.com
Sign In if you already have an account; otherwise click Register and create an account.

After you are logged in, click on My Account (top right corner).
Scroll to the bottom where is says Community Rewards.
Add our Community Rewards # : 48291
Please call with any questions or if you need help linking your card!

Build a Better Breakfast
Kid-friendly options abound
Cold cereal with milk provides good nutrition for kids at breakfast time, but it’s not the only way to
break the fast. Nowadays, nutritionists give the green light to everything from wholesome smoothies
to whole-wheat wraps and bagels with nut spreads. One thing they agree on: Breakfast is a must.
Studies show that -students who eat breakfast concentrate better in school, have higher test scores
and have more muscle coordination.
If you’re flummoxed about breakfast foods for your kids, try:
•
•
•
•
•
•
•
•

Oatmeal with raisins, dried cranberries, dates or nuts
Whole-wheat pita with hard-boiled egg slices and low-fat shredded cheese
Low-fat milk smoothie with frozen strawberries or peaches
Leftover pizza with a whole-grain crust and veggie toppings
Nutritious mini-muffins packed with shredded carrots and zucchini
For kids or teens on the go, try homemade trail mix or granola
Whole-wheat tortilla with peanut, almond or hazelnut spread, topped with dried fruit
Fruit parfait, layered with Greek yogurt, chopped fruit and granola

Source: fda.gov
Copyright Hemaware February 2016
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Jamilah Hill Named Social Worker of the Year!
Congratulations goes to Jamilah Hill of the Hemophilia
Treatment Center for being named State of Nevada Social
Worker of the Year! The National Association of Social Workers - Nevada Chapter honored her with the award -Congratulations Jay!
From Jay: I just want to thank the most amazingly awesome
team for nominating me for this award. It's not everyday that you work with people
that value you and uplift you. Social work is very unique and we are often faced
with challenges. Our providers understand social work practice and allow me to do
my job with autonomy and support. They are the best!
I don't look at myself in the same light, because I humbly accepted the charge of a
lifetime of service when this career path was chosen for me. I am forever indebted
to the families that give me the honor to work with them when they are faced with
adversity or challenges. It is not always easy to allow someone into your personal
space or your lives; however, I am truly appreciative of every opportunity. I am continually searching for ways to improve the quality of life for our patients and families
and will continue to do so. I am so grateful.
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