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VISION STATEMENT FROM THE DIRECTOR

The Idaho Chapter of NHF It is with sadness but excitement that |
envisions a united community that must say goodbye to all of you.
tml llir\:l:skgfc;n%?\:il:i:ljz |§|IE§:?:§ Lny I am retiring at the end of the year. With 57 years in the nonprofit
a bleeding disorder. business, I felt it was time to turn the reins over to a new set of

Education: within and outside the eyes and a younger energy-level! After five years at the NHF
bleeding disorders community. Idaho Chapter, I have made good friends and been impressed
Advocation: at local, state, and with the concern you show to each other. Hemophilia was new to
national levels. me and I have learned about the hardships and the joys each
Inclusion: of Fomily, friends, and all ViCtOI‘Y brings to families.

those i ted by the disorders.
R jipdcied by MG RICE’ We are pleased to introduce Michael Krieger, our new Chapter

Executive Director for NHF Idaho. Michael has moved to Idaho

with his wife, Kyla, and 1% years old son, Huxley—who has

Hemophilia A severe. Michael comes to the National Hemophilia
| Foundation from the Higher Education sector. Most recently, he

Development: of a legacy for a
future of hope.

I NSI DE ‘ spent over 7 year at the University of the Pacific in Stockton,
California. While there, he held roles that created programming,
2 Chapter Staff | both social and educational; policies and procedures; fundraising;
| and volunteer efforts for the University and its students. Michael
3 Educational Dinhers was also involved with his local hemophilia chapter, Central
Giving Tuesday California Hemophilia Foundation, where he was the Board of

Director’s Vice President. He holds a Bachelor of Science from
‘ University of the Pacific in Business Administration and a Master
4 Health Insurance ‘ of Science from Indiana State University in Student Affairs &
Higher Education. Michael enjoys spending time with his family
and friends, watching and playing soccer, and trying local restaurants.
He is looking forward to exploring and learning more about his

Annual Conference

5 Hemophilia More

Prevalent
new community with his wife, son, and family that lives in the
Q  YourHIC area, and says, “I look forward to connecting with all families in
UNITE Walks the Idaho community soon!”.

Barbara Fawcett, Executive Director



OUR CHAPTER

NHEF Idaho is fortunate to be
guided by an enthusiastic, talented,
and hard working group of people.

Board of Directors

Rebecca Guy, President
Walter Justus, Vice President
Jacki Lamb
Joe Rex
Michelle Weickum
Greg Myers

Office Staff

Executive Director

Michael Krieger

Cell, 208-490-2596
mkrieger@hemophilia.org

Development Manager

Marlyn Walker

Cell, 208-631-9729
mwalker@hemophilia.org

Address

4696 W. Overland Road
Suite 234
Boise, Idaho 83705
208-344-4476
idahoblood.org

BOARD
HELP WANTED

The NHF Idaho Chapter is looking
for additional members to serve on
our Board of Directors. If you, or
someone you know, think you might
like to serve our bleeding disorders
community by being on our board
please let us know. To add balance
to the board we would be especially
interested in talking to folks outside
of the bleeding disorders community.

To learn more about this opportunity
to serve please call the Chapter office.

208-344-4476

WELCOME
10 OUR
CHAPTER

NHEF Idaho Chapter’s new
Executive Director, Michael
Krieger with his wife, Kyla

and son, Huxley.

Two Educational Dinners

Both Takeda and Genentech provided
dinners at Outback. Each held the
audiences’ attention with educational
material that could be put to immediate
use. We thank both companies for their
generosity and learning experience.

Giving Tuesday

As you know, Giving Tuesday was
December 3rd but you can continue
giving throughout the month. Make
this your year-end, Holiday donation.

Go to Idahoblood.org and click
on the DONATE button. Thank you.

National Conference

Rebecca Guy, our Board President,
and Marlyn Walker, our Chapter
Development Manager, represented

Idaho at the National Hemophilia

Foundation’s Annual Conference in
Anaheim, California. With thousands of
people there from all over the world, it
was two days of education, camaraderie
and comparing Chapter programs,
challenges and solutions.

On the final day of the Conference,
the Idaho Chapter was presented with
a Chapter of Excellence award.



This Partnership Award recognizes
chapters who have made particular
effort in shared initiatives, trainings
and programs of NHF while contrib-
uting to the relevance and vitality of the
national network. Chapter Partnership
awardees have gone above and beyond
in their support and application of our
mission.

Rebecca Guy (far right) and other NHF
Chapter representatives receiving the
Partnership Chapter of Exvellence Award
from NHF CEO, Val Bias.



HEALTH INSURANCE

M HEALTH LAB (Michigan) July 18, 2019

Health Insurance Rule Change Could Help Millions
of Chronic Disease Sufferers Spend Less
for the Care They Need Most

Millions of Americans with chronic conditions could
save money on the drugs and medical services they
need the most if their health insurance plans decide to
take advantage of a new federal rule.

The idea behind the rule was born at the University
of Michigan.

This week, the U.S. Department of the Treasury
gave health insurers more flexibility to cover the cost of
certain medications and tests for people with common
chronic conditions who are enrolled in many high-
deductible health plans.

The rule change came about in part because of
research and over a decade of health policy engagement
by U-M professor A. Mark Fendrick, M.D., and his
colleagues at the U-M Center for Value-Based Insurance
Design.

About 43 percent of adults who get health insurance
through their jobs have a high-deductible plan, which
requires them to spend at least $1,300 out of their own
pockets before their insurance starts covering their
care, or $2,600 if they cover dependent family members.

People with high-deductible health plans typically
have to pay the entire cost for services used to manage
chronic conditions — such as inhalers for asthma, blood
sugar testing and insulin for diabetes, and medicines to
treat depression and high cholesterol — until they have
reached their plan deductible.

More than half of them have access to a special
kind of tax-advantaged health savings account to save
money for their healthcare costs, and some employers
contribute to those accounts.

But until today, the federal tax code specifically
barred high-deductible plans with health savings
accounts, or HSA-HDHPs, from covering drugs and
services for common chronic conditions until enrollees
met their deductibles. Such coverage could reduce the
chance that people with chronic conditions will skip
preventive care visits because of cost, and improve
their longer-term outcomes.

Meanwhile, the bipartisan Chronic Disease

Management Act of 2019 was introduced in the Senate
and House of Representatives last month with the
same goal of lowering out-of-pocket costs for
Americans with chronic conditions confronting high
plan deductibles.

"As more and more Americans are facing high
deductibles, they are struggling to pay for their essential
medical care,’ says Fendrick, a professor at the U-M
Medical School and School of Public Health and an
internal medicine physician at Michigan Medicine.

"Our research has shown that this policy has the
potential to lower out-of-pocket costs, reduce federal
health care spending, and ultimately improve the
health of millions diagnosed with chronic medical
conditions. We have actively advocated for this policy
change for over a decade”

Specific Coverage for Specific Enrollees

The new rule designates 14 services for people with
certain conditions that high-deductible health plans
can now cover on a pre-deductible basis.

The list closely aligns with the one laid out by the
V-BID Center in a 2014 analysis. That report, based on
clinical evidence available at the time, shows that these
tests and treatments could help people with chronic
diseases manage their health and detect or prevent the
worsening of their conditions at a lower cost.

The list includes:
+ ACE inhibitor drugs for people with heart failure,

diabetes and/or coronary artery disease

+ Bone-strengthening medications for people with
osteoporosis or osteopenia

+ Beta-blocker drugs for people with heart failure
and/or coronary artery disease

+ Blood pressure monitors for people with hypertension
+ Inhalers and peak flow meters for people with asthma

+ Insulin and other medicines to lower the blood sugar

of people with diabetes

+ Eye screening, blood sugar monitors and long-term
blood sugar testing for people with diabetes

+ Tests for blood clotting ability in people with liver
disease or bleeding disorders

+ Tests of LDL cholesterol levels in people with heart
disease



+ Antidepressants (SSRIs) for people with depression

+ Statin medications for people with heart disease
and/or diabetes

The new Treasury guidance also leaves the door
open to allow high-deductible plans more flexibility in
the future for coverage of other preventive services for
people with these and other chronic conditions.
Fendrick and Harvard University professor Michael
Chernew, Ph.D,, articulated the need for regulatory
changes to level the playing field for people with chronic
conditions in high-deductible health plans in the

Journal of General Internal Medicine article in 2007.

V-BID principles — based on the idea that the
highest-value clinical services should cost the least to
people who need them most — have also made their
way into other kinds of health insurance plans. For
instance, Medicare Advantage plans, offered by private
insurers to people over age 65 and with disabilities, are
now able to offer plans with value-based co-pays. So
are plans offered under TRICARE, the insurance
program for military families, and private employer-
sponsored plans without high deductibles.

HEMOPHILIA THREE TIMES MO

NEWSWISE (Hamilton, On) Sept. 10, 2019

More than 1,125,000 men around the world have the
inherited bleeding disorder of hemophilia, and 418,000
of those have a severe version of the mostly undiagnosed
disease, says a new study led by McMaster University
researchers.

This is three times what was previously known.
Only 400,000 people globally were estimated to have
the disorder which is caused by a defect in the F8 or
F9 gene which encodes instructions for making the
factor proteins that helps blood clot. For those with
hemophilia, lack of treatment leads to chronic and
disabling joint disease, while bleeding into organs and
brain hemorrhages can lead to disability and death.

The international research team was also able to
calculate, for the first time, the prevalence of hemophilia
among babies at birth, which enabled them to estimate
that the life expectancy of those with hemophilia is
significantly less than other people, particularly in
lower-income countries where there is lack of treatment.

They found that, per 100,000 males, 21 will have
hemophilia A or B, seven of whom severely; among
newborns, per 100,000 males, 29 will have hemophilia
A or B, of whom 12 will have the severe form of
disease.

Putting the numbers together, the ‘life expectancy
disadvantage’ associated with hemophilia may be
estimated and varies depending with the availability of
care, For those born with hemophilia, the chances of
living a life of normal duration and quality will be

RE PREVALENT THAN THOUGHT

reduced by 64% in upper-middle income countries,
77% in middle income and up to 93% in low income
countries, The study will be published in the Annals of
Internal Medicine on Sept. 10.

“This paper is a milestone in our journey to
providing care for hemophilia patients worldwide,” said
Dr. Alfonso Iorio, lead author of the paper, professor
health research methods, evidence, and impact at
McMaster University and director of the Hamilton-
Niagara hemophilia program at Hamilton Health
Sciences.

“Knowing how many patients are expected in each
country given its population is an important measure
of the efliciency of the health care system. Knowing
how many patients should be there, and how many less
instead are reported to national and international
registries is a measure of the work left to be done,” he
said.

“Knowing how many patients are out there will
enable health care systems to estimate the resources
needed to treat the disease, and enable drug
manufacturers to increase the investment in research
to match the demand of a patient population three
times larger than we previously thought.”

For the World Federation of Hemophilia, Iorio
assembled an international team of researchers from
France, U.S. and UK. to perform a meta-analysis
of the registry data in countries with the most
comprehensive registries of hemophilia, which were

Australia, Canada, France, Italy, New Zealand and
the UK.









YOUR HTC

The Idaho Hemophilia Treatment
Center (HTC) is located in the

St. Luke’s Children’s Hospital and
Mountain States Tumor Institute
(MSTT). A dedicated staff of skilled
caregivers provide treatment and
extensive support including: annual
checkups, counseling, disease
specialists, lab tests, and education
for patients with hemophilia, von

Willebrand’s disease, and other
blood disorders.

Staff
HTC Coodinator and

Pediatric Nurse Practitioner

Kara Gardner, RN, PNP-BC

Hematologists/Oncologists
Eugenia Chang, MD
Nicolas Camilo, MD

Matthew Hansen, MD
Nathan Meeker, MD

Infectious Disease

Thomas Rand, MD, PhD

Family Nurse Practitioner

Marni Allen, FNP-BC
Social Worker
Becky Wiskus
Physical Therapist
Kay Craig
Career Counselor
Colin Car, MSEd
Nutritionist
Amy Mercer

Genetic Counselor

Christina Ikard

Address
100 E. Idaho St.
Boise, ID 83712

For information and appointments
208.381.2782
ot Toll Free
1-800-845-4624

UNITE FOR BLEEDING DISORDERS

We tried something new this year and Together over $18,000 was raised. We
it worked!! Not only did we hold a want to thank Kim Poling for all her
Walk in Boise at Hillsdale Park in help in Idaho Falls.
Meridian, but we also held the first Next year we will hold a contest
Walk in Idaho Falls in McCowin Park. between the two Idaho “Coasts” to see
The Eastern Community members which raises the most money for Camp
really came through, bringing in almost Red Sunrise! Below are pictures from
as much money as the Boise group! each Walk.

Boise Walk, Hillsdale Park



Idaho Falls Walk, McCowin Park
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COMMUNITY
ASSISTANCE
FUNDS AVAILABLE

We are all aware of the huge cost of factor and the
care of those with bleeding disorders.

We want to remind you that the Chapter can
help with the expense of utilities, doctors’bills,
travel and other household bills up to $500 per
year. If you need help with immediate expenses,
please call or e-mail Michael at the Chapter office
and ask for a Community Assistance Project form.

208-344-4476
mkrieger@hemophilia.org

DID YOU KNOW?2

Do you hate: to fund raise, asking everyone for
money, don't have money to donate in a big
chunk, but still want to help the chapter?

Did you know that NHF Idaho has a great new
program that makes it easy to donate a little
every month to the Chapter?

Go to idahoblood.org, click on DONATE NOW,
set up a reoccurring monthly donation account.
You can set it up for any amount: $10 a month

is $120 a year—that helps send a kid to camp.

Share the news. If we all give a little we
can belp our Chapter to grow.

PRO
TEEgjlllng all EO%M

We want to hear from you. This year we are working
to get a regular schedule of activities. What do you like
to do? What activities would you like to try? What
outdoor skills do you want to learn? We are looking
for ideas and suggestions.

We also need teens to help plan and develop the
program. Involvement looks great on a scholarship or
college application, or a resume.

Please contact the chapter office with your ideas or you
desire to help.
208-344-4476

Find us on our new facebook group and join the group.

Teens With Idaho Chapter of NHF

WE ARE LOOKING FOR INDIVIDUALS TO
MAKE A DIFFERENCE
in our community and who would like
to be on a committee.
Help is needed on the following:

CAMP
SOCIAL MEDIA
GOLF PROGRAM
VICTORY FOR WOMEN
TEEN PROGRAM
WALK

If you can help, please call the
Chapter office, today!

208-344-4476

OWN A SMALL BUSINESS?
Members of the NHF Idaho Chapter community

are invited to submit advertisements for their
business to appear in our Newsletter,

FREE

Ads will be subject to space availability and approval by the staff.
Ads should be submitted in a ready to print digital format.
Acceptable files are JPG (150dpi, minimum) or PDE.

Size of ad must be 3% “w x 3% “h. For additional
information call the Chapter office,

208-344-4476

The NHF Idaho Chapter NEWSLETTER is published
quarterly in Boise, ID. For information, questions, to submit
articles or advertising for the Newsletter please contact,

Marlyn Walker at 208-631-9729 or
mwalker@hemophilia.org.

‘The information contained in the NHF Idaho Chapter
Newsletter is provided for your general information only.
NHE Idaho does not give medical advice or engage in the
practice of medicine. NHF Idaho, under no circumstances,
recommends particular treatments or endorses products for
specific individuals and in all cases recommends that you
consult your physician or Hemophilia Treatment Center
before pursuing any course of treatment.






