Hemophilia OUTLOOK
Newsletter

The Hemophilia Association of New York, Inc

131 West 33rd Street, Suite 11D, New York, NY 10001
Tel 212682-5510* Fax 2129831114
STOP THE BLEEDING®  www.facebook.com/Hemophilia.Association.of.NewYork
Email: admin@hemophiliany.corhWebsite www.hemophilianycom

25 WINTER2020 2

YRR, S
AV e 1:9{61”**

4t Annual Steven L. Margolies MD
Family Educational Conference

Thank you taall the families and speakers who
helpedmakeour conference a greaticcess!

This year 25% of attendees were new attendees. Tt
Hemophilia Association of New York was very happ
to host the Steven L. Margolies MD. Family

EducationalConferenceThankyou to Mike Tuberdyke
our ARoving Photographe
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NOT ENGAGE IN THE PRACTICE OF MEDICINE, NOR RECOMMEND SPECIFIC TREATMENTS OR DRUGS. YOU ARE URGED TO CONSULT YOUR PHYSICRN.GXCAL
TREATMENT CENTER BEFORE PURSUING ANY COURSE OF TREATMENT. HANY DOES NOT ENGAGE IN THE PRACTICE OF LAW. SPECIFIC LEGAL ISSSHOULD BE

DISCUSSED WITH A QUALIFIED ATTORNEY.
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A speci al highlight

AHANY 6 S Go. The dpariing acttwas
George Agnew on guitar, Tyshawn Constantine on
bass, and vocals by Linda Mugford. This talent
show gave attendees a glimpse of how much talent

this community has.
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Hemophilia B Doesn't Have M e

By: Jerry McMillan

| was a baby born in the South

My start was humble no silver spoon in my mouth.
Got a bump on my head as most babies do,

It would not go away and my Mama had no clue.

The doctors told the young mother it was
hemophilia B,

So no mordiving in this small southern city.
Moved to New York and nothing was the same,
Gathered around family and stronger the young
mother became.

Her little boys became stronger leaders of men,
Challenges came but they beat them back again
and again.

Sometimes the oldest son would get knocked
down hard,

Never broken or beaten but sometimes scarred.

He up got from the fight just as proud as can be
saying,

"Yeah I've got Hemophilia B but it sure as Hell
ain't got me!"

Jerry McMillan perforning his poem for the verfyrst time at Mohok



Researchers Explore a Drug -Free
I[dea to Relieve Chronic Pain: Green
Light

By: Will Stoneof National Public, Inc.

Ann Jones tried everything short of surgery
for her chronic migraines, which have plagued
her since she was a child."They've actually
gotten worse in my old age," says Jones, who
is 70 years old and lives in Tucson, Ariz.Jones
would have as many as two dozen migraines a
month. Over the years, some treatments
might work initially, but the effects would
prove temporary. Other medications had such
severe side effects she couldn't stay on them.
"It was pretty life -changing and debilitating,"
Jones says. "l could either plow through them
and sometimes | simply couldn't.”

In 2018, her doctor mentioned a study that
was taking place nearby at the University of
Arizona: Researchers were testing if daily
exposure to green light could relieve
migraines and other kinds of chronic pain.
Jones was skeptical."This is going to be one
more thing that doesn't work ," she thought to
herself. But she brushed aside the hesitation
and enrolled in the study anyway. It began
with her spending two hours each day in a
dark room with only a white light, which

served as the control. In the second half of the
study, she swappel out the conventional light
for a string of green LED lights.

For more than a month, Jones didn't notice
any change in her symptoms. But close to the
six-week mark, there was a big shift. She
began going days in a row without migraines.
Even when the healaches did come, they
weren't as intense as they had been before the
green light therapy."l got to the point where |
was having about four migraines a month, if
that many, and | felt like | had just been cut
free," Jones says.

Some patients in the study of about 25 people
noticed a change in just a few days. For
others, it took several weeks. Dr. Mohab
Ibrahim, the migraine study's principal

investigator and an associate professor at the

University of Arizona, says that on average,
people experienced a 60% decrease in the
intensity of their migraines and a drop from

20 migraines a month to about six. The
results of the migraine study aren't published

yet. But they build on a small but growing

body of research suggesting a link between
green light and pain, including animal

research done by Ibrahim's team. While there
are not yet robust data on humans, some
researchers see promise for a drugfree
approach that could help with migraines and

possibly other forms of chronic pain.

A hunch and a headache

At his office in Tucson, Ibrahim demonstrates

a device he has been using with patients. It's a
thin vertical stand mounted with green LED
lights & an update from his earlier model, which
was a simple string of lightdbrahim, who directs
the chronic pain lmic at Banner- University
Medical Center Tucson, became interested in the
idea of green light therapy because of something
his brother told him about his headaches. Instead
of taking medicine, he would sit in a garden and
eventually they would subside.

That got Ibrahim thinking about the color green
and how green light could be applied as a therapy.
"There was a healthy dose of skepticism," he says.
"It was kind of strange. Why are you using light to
treat pain?"This lowtech approach to treating
pain may seem out of sync with Ibrahim's
credentialsHe's an anesthesiologist with a Ph.D.
in pharmacology and toxicologyAs he puts it:
"Drugs are my tools.But he started to explore the
idea anyway, designing an animal study, published
in the journal Painn 2017, that demonstrated that
the pain response of rats decreased when they
were exposed to green lightWe were able to
reproduce it over and over and over again to the
point where you just had to follow the story,” he
says.

Why green?
The ideahat there's a link between green light and

pain is being explored by several research groups.
Research led by Rodrigo Noseda at Harvard
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Medical School looked at light sensitivity, known
as photophobia, a common symptom of migraines.
The research, publisden 2016, found that green
light is significantly less likely to exacerbate a
migraine compared with other colors and, in some
cases, can actually decrease the intensity of the
headache. The group at Harvard has also shown
that green light can "trigger piive emotions"
during migraines, in contrast to colors like red,
which are associated with negative feelings.

Ibrahim and his research colleagues also found a
connection with the visual system. As part of their
2017 study, they fitted tiny contact lessen the
rats. They found that only the animals that could
see green, either from an external light or through
green lenses, had a drop in their pain response.
"We basically made the conclusion that whatever
effect is happening is taking place through the
visual system," he says. "That's why when we
recruited patients;we told them you cannot fall
asleep when you're undergoing this therapy."

Ibrahim says there's a lot more to investigate about
the biological underpinnings of the green light
treatment, butesearch by him and his colleagues
is offering someclues. Forexample, Ibrahim's
2017 study tested the effect of the opioid reversal
drug naloxone on rats that had been exposed to
green light. After administering the drug, there
was a "complete reversalif the painrelieving
effects of the green LED."Whatever the
mechanism is, we thought maybe the endogenous
opioid system might be involved," Ibrahim says.

Ibrahim says his most recent research supports the
theory that green light therapy is working in
multiple ways: "lt's a concert of mechanisms
working in  harmony toward a common
goal."lbrahim was awarded funding by the
National Institutes of Health to look deeper
Ibrahim is also studying the effect of green light
for conditions such as fibromyalgiagme pain
related to HIV and chemotherapy and a painful
bladder condition called interstitiaystitis.

The
pain

interaction between light and

The link between light and pain is a promising

area of research, says Mary Heinricher, professor
and vice chair for research in the Department of
Neurological Surgery at Oregon Health & Science
University, but she says she's not yet convinced
that color is the most important variable in
modulating pain:'The effects of the green light is
pretty subtle,” Heinricher says. "We need the
parallel work showing what are the relevant neural
circuits if we are going to make anything
tremendously useful for peopleli& says it also
remains to be seen if the green light research
translates into humans, who process color
differently from how rodents do.

Heinricher doesn't expect that green light will be a
primary treatment for chronic pain anytime soon,
but she says #h research is a laudable and
necessary step as we tease out the underlying
science."We have tended to run to drugs and not
thought about intervening in the physical
environment,” she says. "This is a wake call.
There's something going on there."At OHSigr
team is looking at photosensitivity in veterans with
chronic pain, some of whom have a traumatic
brain injury, and using functional MRI to see how
they process light compared with those without
chronic pain. She says it's possible that
photosensitivig could be a predictor of chronic
pain.Heinricher says her team happened upon this
area of research accidentally when they noticed
certain cells that facilitate pain responded to a
flashlight in a dark lab’l was quite surprised,"
she says. "If you hadsked me this five years ago,

| would have said no way."

"A happy thought"

If green light proves effective in human studies,
neurologist Dr. Morris Levin says, he would
welcome the treatment."It is a happy thought. |
hope it works,” says Levin, directorf ahe
Headache Center at the University of California,
San Francisco. "A lot of these other treatments
don't work as well as we'd like, and a lot of them
cause side effectsMigraine sufferers are "very
sensitive to environmental stimuli," and Levin
says the idea of manipulating light to lessen
headache severity is a "plausible” approach."The
problem arises when you try to find exactly what
in the environment really stimulates the migraine
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and what in the environment might be changed
without too much troule that would still be really
beneficial," he sayd.evin says there isn't enough
evidence yet to support green light as a truly
beneficial treatment for headache pdim.is very
intriguing, but it still has a long way to go," says
Dr. Andrew Hershey, wh is cadirector of the
Headache Center at Cincinnati Children's Hospital
Medical Center."Trying to do a classic placebo
controlled study to see if one light works or not is
likely not doable in this area,” he says, since the
patient knows the color of th&ght. He says
positive results from patients who spend time with
just a green light may also relate to them spending
less time with irritating light, like the blue glow of
computers and phones.

From light box to glasses

Ibrahim’'s patient AnnJones decided to keep the
green light, even though the study is over. She
discovered that when she stopped doing the
treatment regularly, her migraines reemergéd.
made a commitment to go back on the green lights
daily,” she says. "The very next day ddiot have

a migraine, and for five straight days | didn't have
a migraine." Jones says the only downside is
finding time to spend in a dark room with just a
green light for company.

In a separate clinical trial, researchers at Duke
University are tryingo see if that problem can be
solved through a wearable treatmehtaving a
patient sit in a room with green ambient light is
not necessarily conducive to normal life," says
Padma Gulur, a professor of anesthesiology, who
is leading the Duke studyGulurs NIH-funded
study is looking at how different shades adigges

0 clear, blue and greeaffect postoperative pain
and fibromyalgia. She says the early results are
encouraging her to pursue larger human studies for
multiple conditions."It just goes to sbw the
power of our nervous system in how it responds
and adapts to different stimuli,” says Gul&Ghe
says "minimal harm, ease of access and
compliance" are all strong cases for seriously
considering the feasibility of green lighEven if

we see 50% opatients benefit from this, then
already it becomes something worth trying,” she

says. Some people aren't waiting for
research.

more

Duane Lowe is a chiropractor with the Department
of Veterans Affairs in Grand Junction, Colorado.
He works with patientsan chronic pain. After
reading some of Ibrahim's research, Lowe wanted
to see if it could help his own patienk$e ordered
some green glasses online."l just gave them to
patients to try for a week," he says. "After a very
short period of time, patients vee coming back
giving very positive reviews.5o he kept doing it.

He makes sure to tell the patients that this is
experimentald no one knows how well glasses
work compared with the LED light or how long
you need to wear theril didn't actually have to
worry about whether these studies have been done,
because the side effects of giving someone green
glasses is almost nil," he say. Mohab Ibrahim
enjoys the simplicity of the treatment tdén my
opinion, the most ideal drugr therapy is
something that's first safe, effective and
affordable,” he says.

INTHIS TOGETHER
Saturday, 3:52 pm

Going swimming
with his dad

Connor, hemophilia B

Takeda is here to support you throughout

your journey and help you embrace life's
possibilities. Our commitment to patients,
inspired by our vision for a bleed-free world,

BAXALTA AND SHIRE ARE
NOW PART OF TAKEDA

is stronger than ever.
Let’s make today brilliant.

bleedingdisorders.com



Emotional Wellness as a Mature Adult:

Discussing the Unique Challenges of
Living With Hemophilia

How Hemophilia Affects Mature Adults

Mature adults may look back and recognize how living with
hemophilia has influenced who they are today. Persevering
through the challenges of being a child diagnosed with
hemophilia when less was known about the condition,

and navigating the issues of being a young adult with a
bleeding condition can shape one’s perspective. Knowledge
and wisdom are some of the benefits that accrue with
age, but along with these can also come additional health
concerns such as high blood pressure, diabetes, and
arthritis; depression and stress; and financial planning and
retirement concerns. For those who have lived with
hemophilia for many decades, the task of managing these
concerns of older age may seem to be less important.
However, there are some key points to keep in mind when
addressing the effect hemophilia can have on mental health.

The Risk of Clinical Depression
Mature adults living with hemophilia typically have
experienced substantial challenges related to their disease
throughout their lives. In some instances, hardships may
contribute to the development of clinical depression, which
is more common among people living with hemophilia
than the general population. The results from one study
conducted at a hemophilia treatment center showed that
37% of a sample of patients met the criteria for depression.
Of that 37%, 20% had moderate to severe symptoms,
and 66% reported having functional impairment due to
their depressive symptoms.! The authors of the study
concluded that the comprehensive care of adults with
hemophilia should include depression screening for
the potential to improve overall health outcomes.!

For more information, visit
b2byourvoice.com to download
Learn from Experience: A Guide for
Mature Adults.

This content is brought to you by Pfizer.

Education and support for people living with bleeding
disorders and their families is one component of managing
psychological wellness. Having control over life decisions
and self-advocacy can also be important. For some living
with hemophilia, past experiences may serve as a motivator
to continue to work toward personal objectives. Others

may find the journey more difficult to navigate. Self-help
seminars and support groups are some of the resources
that may help adults set and attain realistic goals.

“[A reminder to] older adults that there is always
somewhere to turn, even in times of immense hardship. All
you need to do is ask, and you should never feel ashamed
— Judy Bagato

RN, BSN, Hemophilia Specialist

for doing so.”

Finding Support for Complex Issues

For people who acquired human immunodeficiency

virus (HIV) and/or hepatitis C (HCV) from virally
contaminated blood products, there may be feelings

of anger and resentment. The adversity caused by a lack
of family or social support during younger years or
changes later in life, such as changes in one’s capacity
for employment or altered family dynamics, may also
contribute to these feelings. Learning effective ways to
cope with the stresses of living with hemophilia in older
age may help an individual to be resilient to these
challenges. If you are experiencing stress that is affecting
your day-to-day outlook, it is important to seek help.
Reach out to your treatment team to discuss your situation
and learn about what help and support may be available.

Reference: 1. lannone M, Pennick L, Tom A, et al. Prevalence of depression in adults with haemophilia. Haemophilia. 2012;18:868-874. doi: 10.1111/j.1365-

2516.2012.02863.x.
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Patient Affairs Liaisons are Pfizer employees who are dedicated solely to providing support to the community.
Your Pfizer Patient Affairs Liaison is available to help you access the support and information you need.

To find your Patient Affairs Liaison, go to hemophiliavillage.com/support/patient-affairs-liaison-finder or call
Pfizer Hemophilia Connect at 1.844.989.HEMO (4366).

PP-HEM-USA-1237 © 2019 Pfizer Inc.
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PAST EVENTS

October 18 & 191 Addressing Gender Bias in
Bleeding Disorders Healthcare: Women's Health
Seminar

TheHemophilia Association of New York hastour
very frstWomenodés Symposi b9 on
2019.The eventddressdthe social inequities and
health disparities tharefound amongst women with
bleeding disorder®A special thanks t&stée Lauder

for providing makeovers.

ACADEMIC SCHOLARSHIP 2020

In order to qualify applicants must have, erthe
child of a person who hasgenetic bleeding
disorder and a registered client with HANY.

Applications for theacademic year beginning fall
2020are nowavailable.To requestn application
pleasecontact
212-682-5510, or email

tconstantine@hemophiliany.com

PATIENT ASSISTANCE PROGRAMS

Patient Assistance is offerég mostmanufactures

of bleeding disorderseatment medicationf you
or someone you care for is being treated for

Hemophiliaor VWD these programshay helpwith

co-pays deductiblesand gaps in insuranci.you

would like information about these programs,
please contact your hemophilia treatment center
HANY at 212682-5510.

MAKE IT YOUR DUTY TO REGISTER
EVERY YEAR FOR PATIENT ASSISANCE
PROGRAMRELATED TO YOUR TREATMENT

UPCOMING EVENTS

HFA to Honor Bleeding Disorders Historyat
2020 Symposium

The 2@0Hemophilia Federation of
America symposium will be April 226in
Baltimore, MarylandIf you are a registered client
of HANY and plan on attendingpntactus ASAP
O c asavé lave trdv@ grants availali-A also
provides hotel scholarships fdrase who are
attending symposium for the first time.order to
be considered you must register the evenbn
HFAG6s website. by A

Contact us at 212.682.5510wsit
hemophiliafed.org
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HANY UPCOMING EVENTS

February TBD i AOutside the Clinical Boxd

March 15 & 161 Albany Days & READY
(March 14 New attendeeslly)

April 3-57 S.A.l.L Teen Retreat

2" Annual Self Advocacyndependence & Leadership)
Training at Camp Quinipet Shelter Island, NY (Ages
18)

May 177 Day at the Racest Belmont
Racetrack with Art Therapy Session

Children ages % 12 with a bleeding disorder with 1
accompanying paremomplimentary admission.

July 227 Greer Golf Classic

July 267 HANY 68th Anniversary Gala at
Yankee Stadium- Yankeewvs RedSox

Winter i 5™ Annual StevenL. Margolies MD,
Family Educational Conference

Plus,more! Keep an eye open for notices about more events




