
   

 

Happy New Year!  Time is 

passing by faster and faster 

each year.  As we look back 

and reflect on 2016, we are 

grateful and pleased for the 

chapters success, but most of 

all to know that we served 

more than 500 families in 

2016!  With your involvement, 

our chapter continues to 

thrive and grow. Thank you 

for your support! 

To help achieve the significant 

growth in program and ser-

vices in 2016, Anne McGuire 

was promoted to Chapter 

Events Manager and we have 

the new addition of Maureen 

Salazar-Magana as our part-

time bilingual Program Man-

ager.  Congratulations Anne 

and welcome Maureen!  We 

would also like to thank the 

Hemophilia Treatment Center 

of Nevada for their partner-

ship and support and of 

course, our many sponsors! 

It was wonderful seeing 

many of you at our Las Ve-

gas, Reno & Elko Holiday 

parties in November and 

December.  Attendance was 

at an all-time high and your 

continued support for camp 

is heart-warming as we 

raised over $1,000 from the 

holiday raffles for camp.  

Thank you!!! 

We are pleased to announce 

our new website. Some of 

the exciting new features 

include registering online for 

programs and events and 

the ability to complete an 

assistance or scholarship 

application.  Please check it 

out at hfnv.org and let us 

know what you think!  

As we head into 2017, please 

continue to reach out to us 

with your many ideas to 

improve or add to our pro-

grams and services.  If you 

are interested in becoming 

more involved in the chapter 

as a volunteer, donor, or 

Advisory Board Member 

please contact us.  The chap-

ter needs you! 

The NHF Nevada Advisory 

Board of Directors, Anne, 

Maureen, and I wish you 

and your family a wonderful 

holiday season and a healthy 

and happy New Year! 

Kelli, Anne and Maureen 
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What Can The HTC Do For You?   

Saturday, February 4th  

1:00 pm – 4:00 pm 

The Texas Hotel 

 2101 Texas Star Ln 

North Las Vegas, NV 89032  

 

 

Mark your calendar and plan on joining us to learn more about your Hemophilia Treatment 

Center.  Food and Beverage will be served. 
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Nevada Chapter of the National Hemophilia Foundation 
2017 Program and Events Calendar 

 
 

February 4, 2017 1:00 pm 
What Can the HTC Do for You? 
Texas Station Hotel-Las Vegas 

 
February 24, 2017 6:00 pm 

Silent Auction and Wine Tasting Event 
Tivoli Village-Las Vegas, NV  

March 8-March 10, 2017 
Washington Days 

 
March 23, 2017 

Nevada’s Big Give 
 

April 1, 2017 
Spring Education Fest 

 
April 10, 2017 

State Legislative Day 
Carson  City, NV 

 
April 22-23,  2017 

Leaders In Training 
 

May 1, 2017 
Golf for the Kids 

Red Rock Country Club 

May 6, 2017 
Hispanic Heritage Event 

 
June 13-17, 2017 

Camp Independent Firefly 
Big Bear, CA 

 
July 21-23, 2017 

Northern Nevada Family Weekend 
Elko, NV 

 
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 
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We are pleased to announce two awards available now!  

The Advocacy Award is open to any individual with a bleeding disorder or a caregiv-

er, who invests time and volunteers to better the Nevada bleeding disorder commu-

nity.  A monetary gift is given to the recipient of this award. 

The David Ostrove Memorial Educational Scholarship will be available for any indi-

vidual with a bleeding disorder who is accepted to a secondary school, part or full-

time, in the fall of 2017. 

Forms are available on our website www.hfnv.org and the deadline to apply is  

April 1, 2017. 

Are you headed to college next year?  Now is the time to start looking for scholar-

ships that are available to those with bleeding disorders.  For more information on 

scholarships please visit this website, www.kelleycom.com/scholarships.html 
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Meet Maureen! 

 

NHF Nevada is excited to announce that we have 

hired Maureen Salazar-Magana as our part-time bi-

lingual Program Manager.  Maureen started working at 

a telecommunications company (Cox Communica-

tions) right after she graduated high school.  

 

During her 12 year tenure there, she held several posi-

tions such as Front Counter/Customer Service support 

to Employee benefits to Customer Care Quality Assurance. Maureen is fully bilingual 

(Spanish) and resides with her husband and two kids;  daughter Sofia who is 8 and 

son Andres who is 5.  Maureen has been part of the hemophilia community since 

2011 when her son was diagnosed with severe Hemophilia A. Maureen had no his-

tory of bleeding disorders in her family so it was a shock to get this news. Being part 

of the Hemophilia community is what led her to want to apply for the Program Man-

ager position.  

Maureen enjoys spending time with her family and also being a Girl Scout troop 

leader for her daughters Brownie Troop! If you need to reach Maureen, you can 

email her at  mmagana@hemophilia.org or call her at the Nevada Chapter 

702-564-4368. 

Wednesday, March 8 - Friday, March 10, 2017 

Save the Date! 

NHF’s annual Washington Days em-

powers individuals in the bleeding dis-

orders community to impact the legis-

lative process. 

Join us to: 

 Meet face-to-face with lawmakers and 

staff who shape national healthcare 

policy 

 Become more informed on critical is-

sues that affect your continued access 

to quality care 

 Learn effective grassroots advocacy 

techniques 

 

 

 

 

 

 

 

 

 

 

 

 

Interested in Attending?  Contact 

Kelli Walters at kwalters@hemophilia.org 

for more information. 

mailto:mmagana@hemophilia.org
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Thank you! 
The chapter received a wonderful surprise at the Reno Holiday Party!  The chapter 

received a $10,000 donation from the Nevada Odd Fellows and Rebekah Home 

Board Committee of the Grand Lodge and Rebekah Assembly. The check presenta-

tion was made by Bruce and May Beth Hiscock in memory of their daughter, Tam-

my Boswell.   

The Hiscock’s requested that the donation go towards sending children to Camp 

Independent Firefly next summer.  On behalf of the NHF Board of Directors, and the 

families that we serve, we offer our thanks and gratitude for the awe-inspiring dona-

tion from the Nevada Odd Fellows and Rebekah Home Board Committee of the 

Grand Lodge and Rebekah Assembly and Bruce & Mary Beth Hiscock. 

 

 



Winter Edition 2016   Page 7 

 

We did it!  

My Life, Our Future Enrolls 5,000 Participants in Research Repository 

   

Thanks to you, the thousands who have said yes to progress, we have achieved our goal of enrolling 

5,000 people in the My Life, Our Future research repository, making it the largest resource of its kind in 

the world! Beginning in 2017, qualified researchers will be invited to apply to study the repository data 

and further advance knowledge about hemophilia care and treatment. We are one step closer to scien-

tific breakthroughs for our community. 

  

As NHF CEO Val D. Bias noted during Opening Session at NHF’s 68th Annual Meeting in Orlando, FL, 

the people who have participated in this program are the heroes in our community helping to unlock the 

mysteries of hemophilia. Every participant counts and can impact future generations.  

  

We will continue to keep you updated as the program evolves, beginning with a formal announcement to 

the public about this exciting milestone early next year. And don’t forget, My Life, Our Future is now 

also open to confirmed and potential carriers (those not yet diagnosed as a carrier), so encourage your 

family members to participate in the program today! Interested in learning more? Contact your HTC  or 

visit MyLifeOurFuture.org.  

  

My Life, Our Future is a partnership of the American Thrombosis and Hemostasis Network, Bloodworks 

Northwest, the National Hemophilia Foundation, and Biogen. Visit MyLifeOurFuture.org for more in-

formation. 

http://www.mylifeourfuture.org/
http://www.mylifeourfuture.org/
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Not even 10 years ago, you might have been told that wom-

en could get hemophilia, but that it was very rare. And that 

probably, only about 10 women with hemophilia1 existed in 

the US. Today, those statements are totally wrong. Why? 

 

Why is the relatively small number of women as “bleeders” 

about to shift into the thousands and upend all our statistics? 

Because the belief that only males get hemophilia is no 

longer valid. Hemophilia has been described as mostly 

affecting males because the gene for hemophilia was found 

on the X chromosome. You probably know how it goes: men 

have only one X chromosome and can inherit the disorder 

from a mother who also has an affected X chromosome; 

women “carry” the disorder and pass it to their offspring. So 

traditionally, a woman who was dubbed a carrier might have 

low levels of factor, and if she showed some abnormal 

bleeding, she was delicately called a “symptomatic carrier.” 

But she was most definitely not called a person with 

hemophilia. Not until now. 

 

Where does that leave YOU, a symptomatic carrier—a wom-

an with an affected X chromosome, who has low factor levels 

and who bleeds? You’re pretty much a woman without a 

treatment plan, and that can be daz. Today, women with low 

factor levels who carry the hemophilia gene are calling them-

selves “women with hemophilia.” And they’re also calling for 

big changes: in our community’s beliefs, and in how women 

are treated by hemophilia treatment centers (HTCs).  

 
Silent Suffering 

So many women who are labeled symptomatic carriers have 

suffered deeply, lacking a proper hemophilia diagnosis and 

appropriate treatment. “Do I consider myself a woman with a 

bleeding disorder?” asks Rita Epstein, mother of an adult with 

hemophilia. “You bet I do! During various surgical procedures 

over the years, I had major bleeding problems that actually 

caused doctors to stop the surgery. Once I was identified and 

pretreated as well as post-treated as a person with 

hemophilia, the surgical field was clear [of blood] and my 

procedures were easily handled.” 

 

Mary Boudreaux notes, “I’ve had more [bleeding] issues than 

my brother who has hemophilia! I’ve never been diagnosed 

with hemophilia—only as a carrier—and most doctors I see 

don’t even want to hear about hemophilia because they say 

only males have that.” 

 

“I look back and think how different some of my experiences 

could have been, had I known I had a bleeding disorder,” 

reflects Stormy Woods Johnson. “I could have avoided 45-

day periods, a blood transfusion, and possibly four 

miscarriages. My ankle has given me trouble for over 15 years. 

It stayed swollen and painful for over three years before I 

finally found out I had tears in the tendon and large amounts 

of blood in it.” 

 

With a correct hemophilia diagnosis, so much suffering could 

have been avoided. But through the years, most of the US 

medical community grew comfortable assigning the label 

“symptomatic carrier” to women with signs and symptoms of 

bleeds who had children with hemophilia. The focus was 

almost always on the boys with hemophilia. 

 

 

Treatment Jeopardized 

Being labeled only a carrier can result in a more casual medi-

cal approach to treatment, whether for surgery, childbirth, 

menses, or just regular activities. Melissa Howell admits that 

most doctors say to her, “Oh, you’re a carrier, so we don’t 

need to do anything else.”  

 

By using the carrier label, physicians may even encourage 

women with bleeding issues to ignore their instinct that some-

thing is wrong. Brandi Worthington recalls, “I always thought I 

had anemia, and didn’t know what was wrong because I 

bruised easily and had very heavy periods twice a month. 

When I got into a car accident while pregnant with my first 

child, I had unbearable pain. My doctor said it was just 

normal pregnancy pain.” 

  

Brandi ended up with internal bleeding and a huge blood 

clot that became infected. Her nephew had hemophilia, but 

no one realized she might be a carrier or have low factor lev-

els. Five years after the accident and one month before the 

birth of her third child, who was diagnosed with hemophilia, 

Brandi tested positive as a carrier with mild hemophilia. “It 

was my nephew’s nurse,” she explains, “who said I should get 

my levels retested since I was pregnant again.” 

  

Audrey La Bolle shares, “When I was tested, I had less factor 

VIII than my son with hemophilia, but I was told by the 

hematologist at the HTC that a diagnosis of hemophilia could 

only be applied to males. I was ‘just’ a symptomatic carrier, 

even though I almost bled to death several times after 

surgeries and giving birth.” 

  

“I am a woman. I am a hemophilia carrier. I have bleeding 

issues,” writes Michelle Thompson in her blog.2 “They are not 

severe, usually, but I still have them. When I go to the dentist, 

when I strenuously exercise, when I bump something pretty 

hard, and when I clumsily fall. The bruises and bleeds come 

and I can feel them. But that isn’t good enough for my HTC. I 

guess they want me to look like [I have severe hemophilia], 

swelling like a balloon to acknowledge that I am a woman 

and I bleed too. But my son is moderate/mild…When he has 

a bleed we treat it.”  

  

Sometimes it’s difficult for the HTC to accurately diagnose; 

stress and hormones can affect factor levels. “You know what 

frustrates me the most?” seethes Tela Kirk-Aguilar. “It’s when 

you are a ‘symptomatic carrier,’ and get tested to see if you 

might have hemophilia, but your levels are too high! The HTC 

thinks you’re fine, but you get bruising and heavy periods; or 

you throw your knee out while your eight-year-old tells you, ‘It 

sounds like a bleed, Mommy.’ You can’t do anything about it 

because you can’t get factor!”  

 

 
Even When You Are Diagnosed 

It’s an uphill battle to get correctly diagnosed and treated, 

because it’s hard to change widespread beliefs in the medi-

cal community. Even women who are diagnosed sometimes 

aren’t believed by the general medical community, or by 

payers.  

 

Stormy was diagnosed with hemophilia just 18 months ago. 

Though she received the correct diagnosis, “I still feel I am 

treated differently than a male with hemophilia.” 

YOU Sponsored by Baxalta now part of Shire 
We’re More Than Carriers by Laurie Kelley 
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Mary Haugen insists, “The diagnosis of being a female 

with hemophilia is essential to our treatment. It opens 

doors for our insurance to cover treatment, better 

treatment by medical professionals, and a better life.” 

 

Genny Moore, mother of a child with hemophilia, says, 

“The HTC should understand the importance of properly 

identifying hemophilia. If the factor levels show mild, 

moderate, or severe range, it is important that we are 

identified as indeed having a bleeding disorder in order 

to ensure proper treatment especially in an accident or 

surgery.” 

 

But Stormy warns, “It will take time for the HTCs to really 

embrace the fact that we have hemophilia. I think some 

have accepted it openly, some have accepted it with 

caution, and some will never truly accept it. It will take a 

bit of time for them to treat us by symptoms and not 

gender or numbers.” 

 

Appropriate treatment can change women’s lives. “The 

two weeks of factor replacement after my last delivery 

made my recovery amazing,” recalls Michelle. “I’m not 

only talking about the amount of bleeding (that was so 

much less too!) but also the time it took to heal from the 

episiotomy and to just heal in general. Wow. If I’d known 

before that it could be like that, maybe we wouldn’t 

have waited 10 years before having our last child.” 

 
Women with Hemophilia—Unite! 

Mentioning the subject of women having hemophilia—or 

“women as bleeders,” as Facebook friends often call 

themselves—creates a flood of opinions, from men and 

women. Women are frustrated. Men are supportive.  

 

“Hemophilia symptomatic carriers—are you out there?” 

posts Michelle. “Let’s start talking among ourselves and 

compare stories. If research studies could be done, then 

there would be information out there for the doctors to 

finally realize that their textbook answers will not cut it 

when it comes to women [with hemophilia].” 

 

What are next steps? What can you do? 

 

1. Get your factor levels correctly diagnosed at your HTC, 

and discuss your bleeding  

history.3 Don’t do this at your son’s annual clinic visit, 

where the focus is on him. Make your own appointment. 

Remember, this is about YOU. 

 

2. If your levels are 50% or lower, ask to be diagnosed as 

a person with hemophilia, not as a carrier or symptomatic 

carrier. Even women with factor levels of 60% can have 

bleeding problems. 

  

3. Develop a treatment plan before dental procedures, 

childbirth, injuries, and surgeries. You might need a pre-

scription for factor. 

  

4. Invest in medical identification jewelry, just as you  

did for your child with hemophilia.  

  

5. Get support from the community. Start with your local 

hemophilia organization—what are its opinions and poli-

cies about women being diagnosed with hemophilia? Make this a 

topic at your annual meeting.  

 

We must also advocate for widespread changes in how we think 

about carriers and hemophilia. A carrier should never automati-

cally be thought of as someone who has the gene for hemophilia 

but does not have the disorder. Women who are carriers and 

have low factor levels often have bleeding issues: bruising, bleed-

ing into joints and muscles, and menstrual periods with abnormally 

heavy or prolonged bleeding. The moment a woman is diag-

nosed as a carrier, HTCs need to start investigating a hemophilia 

diagnosis and have a treatment plan in place.  

 

Women who are defined as symptomatic carriers want the label 

removed permanently. They want to be known simply as “women 

with hemophilia” if their levels are lower than 50% and if they 

experience abnormal bleeding. If this change happens, women 

will have their own personalized treatment plans and access to 

factor concentrate. 

 

This is what personalized healthcare is all about: identifying your 

unique medical and treatment needs, and addressing them, with-

out limiting labels. If you’re classified as a symptomatic carrier and 

believe you’re not getting the personalized healthcare you need, 

call your HTC today and get the ball rolling. 

 

 

 
1. Only women with severe hemophilia were considered to have hemophilia.   

2.  Michelle Thompson, “Hemophilia Symptomatic Carriers…Are You Out There?” chelle-

bellebooks.blogspot.com, Feb. 29, 2012 (Accessed Sept. 1, 2016).   

3. Labs at HTCs have more expertise in accurately measuring factor levels. Also, several 

tests should be performed at different visits because factor VIII levels can vary widely in 

response to stress and hormones. For example, stress causes an increase in factor VIII 

levels. 

 

 

©2016 LA Kelley Communications. www.kelleycom.com 

We’re More Than Carriers (continued) 

http://Www.kelleycom.com
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Winter Wine Fest 

 

Please consider joining us for our 2nd Annual Winter Wine Fest on Friday, February 24th at 

 Tivoli Village from 6:00 – 8:00 pm.  You will have the opportunity to Sip, Shop and Support 

for only $25.00 per person for tickets purchased in advance or $30.00 at the door.  Tickets 

are available for purchase on our website, www.hfnv.org   We will have many exciting 

silent auction items to bid on, including two (2) round trip tickets on Southwest Airlines, a 

Private Wine Class for 20 and a fabulous 2 week Rental of a home in Sao Jorge, Azores 

(an island in Portugal!) 

We are still looking for additional silent auction items.  If you can help, please contact Anne 

at 702.564.4368 or email her at amcguire@hemophilia.org.  All of the proceeds from the 

event benefit those with bleeding disorders in Nevada. 
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Camp Independent Firefly 2017 

June 13 – 17, 2017 

What fun we have in store for our campers! 

This year’s theme is Lights, Camera, Action! 

 
Camper Applications will be available online—starting February 1, 2017. 

Watch your email for a link to the online application system.  Applications are 

available online only.  If you do not have email or online access, call the office at 

702.564.4368 asap to schedule a time to come in and fill out the 

application. 

 

Volunteer Applications will be available online—starting January 1, 2017. 

 

 

 

 

Do you have Hemophilia A or B? Participate in My Life, Our Future! 

 

The Hemophilia Treatment Center of Nevada is participating in a study called “My Life, Our Future -

Genotyping for Progress in Hemophilia” This is a national campaign that leaders in the community 

developed at no cost to the patient to help gain a clearer understanding of hemophilia treatment 

today while helping to advance treatments for tomorrow.  

The sponsors for the project (ATHN, Biogen, National Hemophilia Foundation and Puget Sound Blood 

Center) define Genotyping as the process of identifying the genetic code responsible for an individ-

ual’s hemophilia.  Much like a fingerprint, your genotype can provide meaningful information about 

your hemophilia to you and your doctor. It has the power to: 

 Predict bleeding severity 

 Help determine inhibitor risk 

 Identify potential carriers in your family 

 Aid in family planning and pregnancy care 

 Serve as a critical roadmap to greater scientific understanding and new treatment 

approaches. 

With limited funds, we would like to test as many of you as possible during 2017. The project will con-

clude at the end of 2017, or before, if the funds run out. The test is a simple blood draw and should 

not take more than 30 minutes from signing your consent to completing your blood draw.   

 

Please call the Hemophilia Treatment Center in Las Vegas (702) 732-1956 or  

Reno (775) 657-8981 with questions or to make your appointment today.  
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NHF Nevada has a newly re-designed 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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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 Events Manager-Anne McGuire 

Chapter Bilingual Program Manager-Maureen Salazar-Magana 

 

Advisory Board of Directors  

President-James Arriola 

Vice President-Marcela Custer 

Treasurer-Brandi Dawkins 

Secretary-Doug May 

Board Member-Erika Albini  

Board Member-Tanya Butler 

 

Hemophilia News and Views is published 4 times a year by the Nevada Chapter of the Nation-

al 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 Chap-

ter 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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By Nancy Mann Jackson | 11.15.2014 
Originally Published November 2014 

Actor and comedian Robin Williams’ suicide in August 
helped shine a much-needed spotlight on the prevalence of 
depression and other mental health issues in the US and 
what can be done to address them. 

While depression, anxiety and other mental health issues 
are relatively common in the general population, they are 
even more prevalent in people with chronic health issues. A 
study conducted by researchers at the Arizona Hemophilia 
and Thrombosis Center (HTC) in Tucson in 2009 showed 
that 37% of men with hemophilia experience depression, 
compared with about 4% of men in the general population, 
says Maria Iannone, a licensed associate counselor at the 
Arizona HTC and the study’s lead author. 

“Our community has an increased prevalence of depression 
and anxiety,” says James Hammel, MD, a psychiatrist at 
Seattle’s Virginia Mason Medical Center, who serves on the 
board of the National Hemophilia Foundation. “But we have 
a lot of hematology-based care providers around us, which 
should give us greater access to the overall healthcare sys-
tem.” Anyone whose anxiety or depression impairs normal 
daily function should tell a healthcare provider and receive 
help, he says. 

The mental health-chronic disease connection 
Everyone experiences stress at times, and sometimes it 
can lead to anxiety or depression. But people with chronic 
diseases often deal with constant concerns that others do 
not have. Simply making repeat visits to an array of doctors, 
and having multiple medical tests and treatments from 
childhood into adulthood, causes additional stress for peo-
ple with bleeding disorders, according to Cathy Bura-
nahirun, PsyD, pediatric psychologist and neuropsycholo-
gist at the HTC at Children’s Hospital Los Angeles. 

“We do have people who are debilitated by their hemophil-
ia,” Iannone says. For instance, internal bleeding can lead 
to joint pain and arthritis, nerve pain, infection and eventual-
ly joint surgery. Living with chronic pain or persistent medi-
cal problems can cause people to feel overwhelmed by the 
physical difficulties of their lives. 

Although people with bleeding disorders may have more 
ongoing stressors, the mental health challenges accompa-
nying them can be conquered. “Unlike a bleeding disorder, 
a mental condition doesn’t have to be chronic,” Hammel 
says. “If you’re really anxious or depressed, a bleeding dis-
order doesn’t do well. That’s even more incentive to get it 
treated.” 

Finding help 
When people feel depressed or anxious, they often believe they 
are alone and that no one else understands them. Those suffer-
ing may fear others’ opinions if they share their feelings, or they 
may believe there is no relief from the pain. But that simply isn’t 
true. “The stigma against mental illness is rapidly going away,” 
Hammel says. “Particularly after the tragedy of Robin Williams, 
we recognize that depression and anxiety are medical illnesses 
no different from hemophilia and other bleeding disorders.” 

When feelings of sadness interfere with normal life, they should 
be taken seriously, Hammel says. For instance, if they prevent 
you from going to work or school or from participating in activi-
ties you enjoy, it is time to seek advice from a medical profes-
sional.  

Parents of a child with a bleeding disorder should watch for 
changes in their child’s mood, behavior, grades, friendships, 
appetite or sleep, says Erin Hawks, PhD, a psychology fellow at 
the University of Oklahoma Health Sciences Center in Oklaho-
ma City. Any of these symptoms can be signs of anxiety, worry 
or depression. 

“When the individual hears from their significant other, family or 
friends that they are disengaged, withdrawn, unfocused, cranky 
or irritable, that’s often when individuals start to realize there’s a 
problem and that it needs to be addressed,” says Mina Nguyen, 
PsyD, psychologist at the Oregon HTC and assistant clinical 
professor of pediatrics at Oregon Health & Science University in 
Portland. 

When diagnosing clinical depression, mental health practition-
ers consider duration and persistence of symptoms, Nguyen 
says. If a person’s feelings of depression or anxiety last all day 
or continue for months, treatment is likely needed. (See 
“Detecting Depression” sidebar on p. 40 for a detailed list of the 
most common symptoms of clinical depression.) 

If you or a family member is experiencing signs of depression or 
other mental health concerns, let healthcare professionals de-
termine whether the symptoms are chronic. “Even if it’s transi-
ent sadness or stress, even if it’s not diagnosable, it can still 
affect how well you take care of yourself or your child,” Bura-
nahirun says. “If there are any concerns, it would be a good 
idea to bring it up at your HTC appointment. Just open it up for 
discussion.” 

 

Emotional Protection 

Chronic conditions require attention to mental health 
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Although it is becoming increasingly common for HTCs to 
have mental health professionals on site, all members of 
the healthcare team can assist with mental health concerns. 
Share those concerns with a healthcare provider you feel 
comfortable with, whether it’s a social worker, physician, 
nurse or therapist, says Buranahirun. Any HTC professional 
can help guide patients or family members through the 
proper channels to get the help they need. 

But give yourself time to find someone you have rapport 
with. You may need to try more than one provider to find 
the right fit. It’s important to find someone willing to closely 
follow you until you are experiencing some relief from your 
symptoms, Iannone says. 

Steps to healing 
Discussing the changes in mood or feelings you are experi-
encing is the first step to making things better. Although you 
may start the conversation with your HTC doctor or nurse, 
he or she may refer you to your social worker, a psycholo-
gist or a counselor. “Our MDs and nurses are usually 
swamped with patient care and are not trained as mental 
health practitioners,” Nguyen says. 

Even though mental health concerns are fairly common for 
people with bleeding disorders, they don’t have to be a fact 
of life. And forging a relationship with a mental health pro-
fessional is often a vital step in moving forward. “Suffering 
from depression doesn’t mean someone is deficient in any 
way,” Iannone says. “Often, people can find relief when 
they develop a good relationship with a healthcare provider, 
clergy member or family member who can help lead them 
to a new status quo.” 

Medication is often part of the successful treatment of de-
pression, anxiety and other mental health issues. Finding 
the right medication for each person can take time, patience 
and a good working relationship with a healthcare provider. 
“Treating depression is always a process,” Iannone says. 
“Some folks hope they can resolve their depression with 
medication only. However, just taking a pill rarely works. 
Getting better usually also requires an educational process 
and lifestyle changes.” 

Many HTCs are working to prevent mental health concerns 
before they become a problem. For instance, Iannone and 
Buranahirun screen all patients for symptoms of depres-
sion, anxiety or similar issues. Buranahirun often provides 
brief, intermittent psychology consultation. “It can be very 
effective to catch it early, preventing the need for later 
work,” she says. 

Dealing with depression and anxiety can come in the form of 
social outings and networking groups, such as the Blood Broth-
erhood, a national outreach program for adult men diagnosed 
and living with bleeding disorders. At the Oregon HTC, mental 
health professionals regularly try to pair patients at risk for de-
pression or other mental health issues with others of similar age 
or situation, Nguyen says. Building relationships with those who 
understand them can help people overcome persistent negative 
feelings. 

In addition, many HTCs refer patients to local family support 
groups or family camps. Others sponsor camps for children with 
bleeding disorders or annual retreats for adults with hemophilia. 
“People who are depressed are more likely to be unemployed 
and to not feel socially connected,” Iannone says. “Fortunately, 
the bleeding disorders community provides many opportunities 
through retreats, support activities and programming to help 
people feel more connected (and) have a place to process their 
experience.” 

Finally, people with bleeding disorders and their family members 
should continually closely monitor their own moods and be 
aware of changes. “Patients can take some responsibility to 
keep themselves mentally healthy,” Nguyen says. “Build a sup-
port network and communicate with your providers so you can 
recognize and work on issues, rather than waiting until the con-
dition is severe.” 
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Emotional Protection 

Chronic conditions require attention to mental health (continued) 
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