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Chapter News
A Message from
Kelli Walters:
I wanted to take a moment
to reach out to all of you to
say farewell. My last day with
NHF Nevada is June 20th,
2017.
As Winnie the Pooh once
said, “How lucky am I to have
something that makes saying
goodbye so hard.”
For the last 5 years, I’ve
been working with NHF and
the extraordinary Nevada
bleeding disorder community. It’s been such an incredible journey on both a personal and professional level. I will
miss the smiles, personalities,
and talents of those I have
worked closely with over the
years. Keep up the good work
and good luck to you all, I
know you will do great things
for this important cause.
I will also greatly miss all of

the families that NHF Nevada serves. Getting to know
all of you has been a great
pleasure for me. All of you
are so passionate about the
issues that you and your
family face on a daily basis. Please keep on being
the best advocate that you
can for you and your family.
I just spent my last week
with the chapter at camp
with all of our campers….
can think of nothing better to
end with!
Lastly, I need to thank two
fabulous ladies, Anne and
Maureen. I was lucky to
work with them and will miss
them very much! They will
continue serving the Nevada bleeding disorder community. NHF is currently in
the final interview process
for my replacement. Thank
you for a wonderful 5 years.

We would all like to thank
Kelli for her years of dedication to the bleeding disorders community in Nevada.
She will be missed very
much. Please rest assured
that the National Hemophilia
Foundation and the Advisory Board of the Nevada
Chapter are working diligently to find a new Executive Director that can build
upon the foundation that
Keli built and continue to
grow and improve the programs & services offered
here in Nevada. We look
forward to introducing you to
the Executive Director
soon. Sincerely, Brandi
Dawkins, Advisory Board
President

Annual Picnic & Back to School Event
Saturday, August 5 at 5:30 pm
YMCA Outdoor Waterpark Pool

4141 Meadows Lane
Las Vegas, NV 89107
Dinner and fun are included!
Backpacks will be provided for all school aged kids!
RSVP online at hfnv.org - Go to News & Events/Events Calendar
Or call or email Maureen at 702-564-4368 or mmagana@hemophilia.org
RSVP by July 19, 2017

Page 2

Hemophilia News and Views

Summer Edition 2017

Page 3

Nevada Chapter of the National Hemophilia Foundation
2017 Program and Events Calendar
You can register for all events on our website:
www.hfnv.org Go to News & Events/Events Calendar
July 12, 2017
Spanish Education Dinner
Maggiano’s Fashion Show Mall
July 15, 2017
Couples Retreat
Henderson, NV
July 19, 2017
Spanish Support Group
Firefly Tapas Kitchen
July 21-23, 2017
Northern Nevada Family Weekend
Elko, NV
August 5, 2017
Back to School Picnic
YMCA Pool
August 9, 2017
Education Dinner
Claim Jumper Town Square
August 24-26, 2017
NHF Annual Meeting
Chicago, IL
September 16, 2017
Reno Walk & 5K
Bartley Ranch Park
September 23, 2017
Las Vegas Walk & 5K
Floyd Lamb Park
November 3-5, 2017
Gettin’ in the Game
Phoenix, AZ
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Gettin’ in the Game

Do you like baseball, golf or swimming*? Are you between the ages of 7–18
and have a bleeding disorder? Would you like to travel to Phoenix, AZ for a
weekend of baseball, golf or swim clinics for FREE? If you have answered yes
to the questions above, “Gettin’ in the Game” Junior National Championship
presented by CSL Behring may be for you!
Date: Friday, November 3-Sunday, November 5, 2017
Phoenix, Arizona
NHF Nevada can nominate two youth, for either baseball, golf, or swimming*
for this program. CSL Behring will pay all travel costs and meals for the patient
and one caregiver. A caregiver must accompany child.
NHF Nevada will hold an essay contest for all who qualify and would like to
participate.

If you interested in attending the “Gettin’ in the Game” program submit an
essay on one of these topics: what lessons have you learned through your
experience of having a bleeding disorder or how have you given back to the
bleeding disorder community? Please indicate if you are interested in the
baseball, golf or swimming* program. Include your name, age, diagnosis,
address, phone number, email address, and your parent or guardian’s name.
*Swimming participants must be able to swim 25 yards without assistance (no
stopping or holding onto walls etc.)

Mail to
NHF-NV, Gettin’ in the Game Essay Contest
7473 W. Lake Mead Blvd., Suite 100
Las Vegas, NV 89128
All entries must be received by September 1, 2017 and the two winners will be
notified by October 1, 2017.
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WALKING DOESN’T MAKE BETTER TREATMENTS FOR BLEEDING
DISORDERS, BUT FUNDRAISING DOES! WILL YOU STEP UP?

Saturday, September 17th in Reno
Saturday, September 24th in Las Vegas

Registration is Now Open!
The first 10 people to register and raise or donate $50 will receive your
choice of Hemophilia Walk branded headphones or picnic blanket.

To Register go to www.hfnv.org

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
Chapter Events Manager-Anne McGuire
Chapter Bilingual Program Manager-Maureen Salazar-Magana
Advisory Board of Directors
President-Brandi Dawkins
Vice President-Marcela Custer
Treasurer-open
Secretary-open
Board Member-Tanya Butler
Board Member–Jesse Clark
Board Member-Lupe Torres

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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Physical Activity and Exercise for Hemophilia by Carolina Henriques
About hemophilia

Main physical benefits

Hemophilia is an inherited X-linked recessive bleeding disorder, caused by a deficiency in coagulation factor VIII
(hemophilia A), factor IX (hemophilia B), or factor XI
(hemophilia C), that results from mutations in the clotting factor
genes; it mainly affects males (hemophilia A and B, the two
most common forms of this disease) and can be mild, moderate, or severe.

Strong and flexible muscles support the joints, which help prevent
bleeds and joint damage. Feeling fit and having energy helps reduce fatigue. Being of a healthy weight reduces the stress placed
on the joints, which is particularly important in aging bodies. Improved balance and coordination helps joints and muscles work
better together, which again helps protect against bleeds.

Physical Activity and Exercise for Hemophilia
Until the mid-1970s, hemophilia patients were advised to refrain from exercising due to a perceived risk of bleeding. But
the consequences of physical inactivity, like obesity and bone
density loss, were found to be more harmful than exercise.
Today, physical activity is recognized as being essential for
good health and health maintenance in people with hemophilia.
In its Guidelines for the Management of Hemophilia, the World
Federation of Hemophilia recommends that physical activity be
encouraged to promote fitness and neuromuscular health, with
special attention paid to muscle strengthening, coordination,
general fitness, body weight, and self-esteem.
For patients with significant muscle and bone weakness or
problems, weight-bearing exercises that promote the development and maintenance of healthy bone density are encouraged
(to the extent their joint health permits). Choice of activities
should reflect an individual’s interests, ability, and resources.
Non-contact sports, like swimming, are recommended, while
high-contact and collision sports, like rugby or football, are to
be avoided. The guidelines also stress that patients should
consult with a muscle and bone specialist before engaging in
physical activities, discussing whether a particular planned
exercise or activity is appropriate, protective gear that might
need to be used, needed prophylaxis (treatment factor and
other measures), potential target joints (joints susceptible to
bleeds), and required physical skills. After a bleed, it is best to
return to any physical activity in a gradual manner, building up
to a full pre-bleed level, so as to minimize the chance of a rebleed.
A number of studies also report that physical activity can improve the effectiveness of treatments and prevent bleeding
episodes in hemophilia patients. In older patients, a lack of
physical can further increase the risk of diabetes, high blood
pressure, high levels of fat in the blood, obesity, and osteoporosis and related fractures, in addition to hemophilia-related
complications.
According to the World Health Organization (WHO), physical
inactivity is the fourth leading risk factor for mortality, accounting for 6 percent of deaths worldwide. Health problems associated with physical inactivity are more severe for patients with
hemophilia than for the general population. Obesity, for instance, is linked to an increased risk of cardiovascular disease
and chronic joint inflammation, which promotes bleeding in the
joints and the risk of fractures. In addition, muscle and bone
disorders caused by hemophilic joint inflammation and aging
are risk factors for falling injuries.
Generally, the point is that a strong body helps protect a person from bleeding. Besides, the benefits of physical activity are
not just physical – they’re also emotional and spiritual.

Main psycho-social benefits

•

Sweating is a great outlet to help relieve stress, and relax the mind

•

Being active boosts self-esteem, confidence, and is fun for children
and adults, as long as you do something you like

•

Regular exercise can promote social acceptance and provide a peer
group for social interaction.

Top 10 recommended activities: Swimming; Table Tennis;
Walking;; Fishing; Dancing; Badminton; Sailing; Golf; Bowling;
Cycling;
Top 10 activities to avoid: Boxing; Rugby; Soccer/Football;
Karate; Wrestling; Motorcycling; Judo; Hang-gliding; Hockey;
Skateboarding
Activities for older adults with hemophilia
As we age, our risk of joint damage increases. As a result, older
adults may experience chronic pain and reduced mobility. However,
it is still essential to remain active to help strengthen joints and
muscles, maintain a healthy weight, and provide an outlet for stress
or tension.
Older adults are advised to choose activities that “go easy” on the
joints, such as walking, swimming, yoga, Pilates, cycling, strength
exercises (weight-bearing), dancing, or bowling. Activities like jogging, basketball, or soccer/football are not recommended.
Preparing for physical activity
Prophylaxis (or treatments to prevent bleeding episodes) is advised
before engaging in any activity with a higher risk of injury. Preliminary replacement therapy and prophylaxis are sometimes used
together, depending on the bleeding risk.
Before a physical activity, prophylactic treatment is recommended,
depending on coagulation factor activity levels. Adequate levels of
clotting factors are always required (above 5 percent is standard for
a normal level of daily activity, and greater than 15 percent is recommended before sports). The study cited above recommends
physiotherapy on the day that prophylaxis is performed. A clotting
factor level of 20 to 40 percent is advised prior to physiotherapy, it
notes, although it goes on to note that a recommended pre-activity/
physiotherapy dose has not been reported for patients with inhibitors.
People with hemophilia are strongly recommended to consult and
work closely with pediatricians and physicians regarding physical
activity and to check on coagulation system test values.

Copyright Hemophilia News Today
Hemophilia News Today is strictly a news and information website about the disease. It
does not provide medical advice, diagnosis, or treatment. This content is not intended
to be a substitute for professional medical advice, diagnosis, or treatment. Always seek
the advice of your physician or other qualified health provider with any questions you
may have regarding a medical condition. Never disregard professional medical advice
or delay in seeking it because of something you have read on this website.
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Golf 4 The Kids Raises A Whopping $85,000 for Two Local Nonprofits
Annual Tournament Has Raised Almost $300,000 for Nevada Children
A lot of golfers swung into action at the 5th annual Golf 4 The Kids Tournament, raising almost $85,000, which
will be split equally between two Nevada nonprofit organizations: Cure 4 The Kids Foundation and
the Nevada Chapter of the National Hemophilia Foundation.
This event, which started in 2013, was held at the Red Rock Country Club on Monday, May 1, 2017, where golfers
played the club’s private Mountain Course.
Cure 4 The Kids Foundation will use the proceeds raised in the tournament to fund the Charity Care Program, which helps ensure patients who don’t have medical insurance or the ability to pay for treatment, receive
the medical attention they need.
“This is an important fundraiser for us as it helps us to provide the unduplicated services that are at the very core
of our mission,” said Annette Logan, Cure 4 The Kids Foundation CEO and co-founder. “We are so thankful for
the sponsors and the participants in the tournament who each help towards ensuring our goal that patients who
are unable to pay for treatment get the medical attention that they need.”
The Nevada Chapter of the National Hemophilia Foundation will use the funds to send children to Camp
Independent Firefly, which is a medically supervised summer camp, where youth can test their limits, gain new
skills for living independently with their disorder, and meet others similarly affected with bleeding disorders.
At the tournament’s award ceremony, organizers encouraged participants to make individual pledges to send additional children to Camp Independent Firefly. Golfers donated hundreds of dollars. In fact, during one heartstopping moment, one attendee, Stephen Chiang, made a donation of more than $20,000!
“That was an absolutely amazing moment that I will remember for the rest of my life,” said Kelli Walters, Executive Director of the Nevada Chapter of the National Hemophilia Foundation. “If it weren’t for the amazing and
generous residents in our community, we would not be able to send such a large number of
our youth to Camp Independent Firefly at no cost to them.”
CSL Behring was the Presenting Sponsor at this year’s event.
Professional PGA golfer Perry Parker hosted and participated in the Golf 4 The Kids Tournament held May 1, 2017 at the Red Rock Country Club. The annual event raised $85,000
which will be split equally between two nonprofit organizations: Cure 4 The Kids Foundation and the Nevada Chapter of the National Hemophilia Foundation. Parker, who was diagnosed with hemophilia
as a child, spoke during the awards ceremony and strongly encourages those with bleeding
disorders to remain active throughout their lives.
During the Golf 4 The Kids awards ceremony, Stephen Chiang, donated $20,000 to send
dozens of children to Camp Independent Firefly, a special medically supervised summer
camp available to attendees at no cost. The camp allows a child with a bleeding disorder,
and their siblings, to safely enjoy the outdoors while also learning to increase independence as it relates to their disorder. (L to R: Stephen Chiang, Marco Magana and son, Andres. )
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Camp Independent Firefly 2018
Save the Date!
Camp Independent Firefly 2018 will be taking place
June 12 – 16, 2018!

Online camper applications will be available
February 1, 2018
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Register for Events on NHF Nevada’s new Website!
We are excited to announce that NHF Nevada has a new and improved website!
The website is updated daily and gives you the ability to register for programs and
events! It is mobile friendly too! Check it out at www.hfnv.org. It also includes links
to national resources!
To register for one of our upcoming programs and events on our event calendar.
Go to www.hfnv.org, click on News & Events and then go to the Event Calendar.
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National Hemophilia Foundation
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Nevada Chapter
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Business Tagline or Motto

ACT—Access to Care Today
Achieve a CURE Tomorrow

