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Co-Pay Accumulator Bill to Return
in Utah's Upcoming Legislative Session

For the past year, the UHF has been a member of the Utah All Co-Pays
Count Codlition (UACCC), a group of more than 15 Utah health care
agencies working on legislation to stop insurance companies from
implementing copay accumulators into insurance plans. During the 2022
legislative session a bill was introduced but, unfortunately, it never made it
to the floor for a vote.

So, here we are, coming up on another legislative session, and the UACCC
is thrilled to announce that a new bill will be introduced.

As you may know, co-pay accumulator programs exclude assistance
payments from counting toward a patient’s annual deductible or out-of-
pocket maximum. These programs undermine access to medications
prescription, making it more difficult for people living with chronic ilinesses,

like bleeding disorders, to adhere to a treatment plan. Patients should NEVER

e punished for using any assistance programs. In many cases, this is the
ONLY way in which you can afford your medication.

Currently, most insurance providers carry an accumulator provision. If you

have not used a co-pay assistance program you may not even be aware

of the accumulator provision in your plan... but, they exist and they are very
unfair!

It is never too early to reach out to your representatives and share your

story. We want every member of the Utah State Legislature to see the faces

of people with bleeding disorders and to hear your stories. We want every
legislative members to know how expensive it is to manage a bleeding
disorder and that co-pay accumulator legislation is needed. Most
importantly, we want legislators to know they can do something about it!

Finding Your
Representatives

Please neach eut!

To find your legislator and for
more information on copay
accumulators, please visit the
official welbsite of the Utah All

Co-Pays Count Codlition
(uAccc): www.utacce.com.
Click on the RESOURCES tab.

This website has a lot of valuable
information to educate you about
this issue. In fact, why not email

your representatives a direct link?

MARK YOUR CALENDAR
Legislative Day

Friday, January 20, 2023
10am-1pm
@ the capitol building

MORE INFO COMING SOON
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By: Kari Woolf, Board Presi

Dear UHF Community:

It was so wonderful to see so many of you at our “Everybody’s Here” event last month. While
| was there, | had the chance to talk to a new industry rep who echoed something I've always
felt: this community is special. Thank you for being what MAKES it so special.

It was also such a great experience to attend the Females and Bleeding Disorders Conference
in September. FAB is an apt name for this event, because it had a little bit of everything a
women’s retreat should: laughter, tears, deep discussions, games, support, creativity, good
food, and the company of amazing women and teens. The guest speakers were inspirational,
and the sharing we did with other was powerful. A huge thank you to everyone who attend-
ed—and to Octapharma for sponsoring this annual event.

We've had a lot of great discussions as a Board lately to consider ways we can serve you even
more effectively. We're also in the process of putting together an annual report that will hit
your inboxes in January as a way to report to our members on the foundation’s health,
priorities, and accomplishments. And finally, we’re welcoming Krisdee Nelson to our board!
Krisdee was my very first hemophilia mentor, and I've been in awe of her knowledge, courage,
and compassion ever since. We’re so excited to have her join our ranks and look forward to
her ideas and perspective.

We hope you enjoy a wonderful holiday season with your loved ones. And if you're like me
and rely on Amazon for a lot of forgotten items or last-minute shopping, don’t forget to use
AmazonSmile and designate the UHF as your charity of choice. Every little bit we earn helps us
run more of the programs that have filled our calendars and brought us back together again.




Legislative Day

Jan

Feb
M ar World Hemophilia Day

Ap r Adult Retreat

Everybody's Here
Jun

Teen Weekend
Jul

Camp Valor

Au g Golf Tourney
se pt FAB Conference
oct Community Voices

Family Fest & Resource Fair

Community Voices

So. Utah Outreach

2023
Programs & E

SAVE THE DATES!
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It turns out, Humpty Dumpty wasn't the only one to
have a great fall.

Okay, maybe our fall was not quite like Humpty's, BUT,
the bleeding disorders community did gather this fall
for some great fun. From the annual Females &

22sn ) Bleeding Conference (September) to the Family Fest
(November), and a few fun virtual activities in between; more than 70 families
came together to enjoy some amazing networking opportunities, education,

and good times.

Here are a few photo highlights:

Fifty-four women and teens from Utah, Idaho, and Wyoming registered for the 2022 Females & Bleeding
Conference. This event spotlighted issues unigue to women in the bleeding disorders community.
Thank you, Octapharma, for making this incredible event possible!



The Family Fest & Resource Fair brings
families together to receive information
on bleeding disorders products from
our Industry partners; but, it is also the
Utah Hemophilia Foundation's birthday
party. Happy 63 years, UHF, with thanks
to our Industry partners for making this
event possible:

Accredo Health Care

Bayer

Biomarin

CSL Behring NUFACTOR A e BRE eLL D

CVS Healthcare  Octapharma Mark Wiesenberg of

Genentech Optum Rx Mark's Museum.

Infucare Rx Pfizer Thank you for sharing

Medexus sanofi your toys with us and

Novo Nordisk Takeda for reminding us of
the importance of

everyday play.
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As a Community Relations and Education
Manager for Sanofi Genzyme, I'm here to
help provide support and resources for
you and the bleeding disorder community.

Jessica Steed
CoRe Manager for AZ, NM & UT

SANOFI Y
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We need your feedback!

What information and resources do you
need? What have you found helpful?

Scan the QR code

or type the link in
your browser to
complete this 5
minute survey.

bit.ly/UCBCD22

Utah Hemophilia Foundation (UHF) and the Utah Clinic of Bleeding and Clotting
Disorders (UCBCD) would like your input on their training and educational offerings.
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Put the HO HO HO Back in Your HOlidays!

Help the UHF Raise Money by Shopping Through Amazon Smile
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For seven years running, our friends at Cementation have donated toys and
gifts to UHF families who need a little extra help during the holidays. This
year, these wonderful elves will bring extra smiles on Christmas morning to
six families in our bleeding disorders community. Shout out to Board member,

Tyler Mertlich, for coordinating all the details at the North R@le. °
@

We, at the UHF, are so grateful for their kindness and fcredible generosity. @
(In fact, we can guarantee these wonderful people will be

on Santa's NICE LIST this year).
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P A THE BLEEDING DISORDERS COMMUNITY

Have you heard about Lifeline? It is fund through which individuals with bleeding disorders receive
financial help with high insurance premiums, COBRA payments, and out-of-pocket medical
expenses associated with the diagnosis and treatment of bleeding disorders. Lifeline is granted by
the Utah Department of Health and administered by the Utah Hemophilia Foundation. The
application process includes submitting the official Lifeline application to the UHF and financial
documentation such as your latest tax return, paycheck stubs, and proof of payment of insurance
and household medical expenses.

In the recent Legislative session, the Lifeline grant was cut by $50,000. It is very important to
show that this fund is still needed in the bleeding disorders community; the best way to do this is
use the money that is, currently, available. Please visit the RESOURCES section of the UHF website
(www.hemophiliautah.org) for more information about Lifeline.

Do you qualify for Lifeline Assistance? Applicants must provide:

Proof of residency in Utah for the past 12 months or longer

Verification of the diagnosis of a bleeding disorder

Verification that annual out-of-pocket insurance and medical expenses for all household members
are greater than 7.5% of an applicant's adjusted gross income (AGl)

Proof of United States citizenship, permanent residency, and/or hold a valid visa

If you have any questions, please contact Jan Western @ the UHF office.
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Utah Hemophilia Foundation
772 East 3300 South, Suite 205
Salt Lake City, UT 84106
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www.hemophiliautah.org
western@hemophiliautah.org
801-484-0325

Scan here for up-to-date information
on UHF programs & activities



