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In a preliminary victory for consumers, a federal judge in the District of Columbia set
aside federal regulations that disadvantage people who rely on copay assistance to
afford their medications. The ruling is welcome news for patient groups that have
long opposed copay accumulator adjuster programs (CAAPs): health plan strategies
that prevent copay assistance from counting towards consumer cost-sharing
obligations. 

The ruling comes in a lawsuit filed by the HIV and Hepatitis Policy Institute and two
diabetes groups against the U.S. Department of Health and Human Services (HHS).
Plaintiffs challenged HHS’s 2021 rule that allowed health plans to implement
CAAPs. The 2021 rule, plaintiffs alleged, was internally inconsistent and conflicted
with existing federal statutes and regulations. HFA and other patient advocates, led
by the Aimed Alliance, filed a brief supporting the plaintiffs’ position.  

In the Sept. 29 ruling, the court accepted plaintiffs’ argument that HHS’s regulation
relied on two contradictory and unsupported interpretations of the term “cost-
sharing.” Because governing precedent holds that “it is not for the court to choose
between competing meanings” of an ambiguous term, the court instead vacated the
2021 rule and remanded it to HHS for the agency to reconsider its interpretation of
the relevant language. As a result, the full impact of this decision may not be known
until Centers for Medicare and Medicaid Services (CMS) completes these revisions,
but this is a substantial step in the right direction.

The Linking Factor

Court Orders HHS to
Revise Federal Regulations 

Permitting Harmful 
Copay Accumulators 

*Shared with permission from the Hemophilia Federation of America.
Originally published in the Washington Wire, an online newsletter.



NEW TOOLS FOR YOUR 
BLEEDING DISORDERS

TOOLBOX

Now Available -
    The School Tool      

The Menstrual 
Toolkit
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BoardBoard
UpdateUpdate

By: Kari Woolf, 
Board President

Dear Friends -

I had the chance to make a quick stop into the FAB Women’s Conference last month,
and let me tell you…was it ever worth the trip! There’s something so powerful when
women come together to support one another and tell their stories. Maybe I’m
particularly sensitive to women’s issues because my first grandchild (the oldest
daughter of an oldest daughter of an oldest daughter of an oldest daughter…see a
pattern here?) was born that very morning.
 

I recently saw a post that said, “The circles of women around us weave invisible nets
of love that carry us when we are weak and sing with us when we are strong.” I feel
that so strongly when it comes to our community—and not just with the women, but
with each one of you. It's such an honor to bear witness to what this community has
and continues to experience: the heartache, the joy, the pain, the triumphs—it’s all
part of the experience, and we bear it best together.
 

Speaking of honors, I wanted to say a heartfelt thank you to everyone who supported
our golf tournament in any way. It was wonderful to see so many golfers supporting
our cause, and there was more connection to why we do what we do at this year’s
event. I particularly want to give a shout out to all the campers who decorated and
wrote their names on golf balls for the players to use. They were so touched to take a
piece of y’all with them onto the course.
 

And lastly, we’ve so enjoyed having the amazing Jean McFarlane serving on our board
for the past few years. She is moving on to new pursuits, and we wish her all the best!

Warmly,

Kari Woolf



“FORE” a Good Cause
Golf Tournament 2023

Golf Pro, Ben Tuaone, shared his talents with
our golfers which helped the UHF raise money.

Thirty-three foursomes joined us on the
beautiful golf course at Jeremy Ranch.

We are grateful for the tremendous generosity of all involved with this year's golf
tournament. The UHF raised $98,000, which will go a long way in providing much
needed programs and services for Utahns with bleeding disorders.

A shout out of appreciation and heart-felt thanks to all the volunteers and sponsors
that made everything run so smoothly. It is their generosity and incredible support
that made this day such a HUGE success!

Board members (L-R) Krisdee Nelson, Becky
Ybarra, & Bonnie Webb help out on the course.

Cory Cooper with Farmer’s Insurance,
(L) and David & Dale Ohlson, with

Adcentives West (below), were
recognized by the UHF for more than  
20 years of tournament sponsorship. 

Each company was presented an
original piece of artwork, created by 

our Camp Valor campers. 
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FABulously
GOOD TIME!

The Females & Bleeding Conference
Was A....

Our FABulous group of ladies
at the 2023 Females & Bleeding Conference 

We kicked off the FAB Conference with a
pajama party and pampering and kept the
fun going all weekend long.

With incredible presentations by Amber
Federizo, DNP, APRN, FNP-BC, on the unique
issues faced by women with bleeding
disorders and fun crafts led by Sara Ceresa;
all who attended enjoyed laughter, learning,
and an abundance of shared experiences.
Teens, also, enjoyed some fun & delicious
activities, including an Easy Bake Oven cook-
off.

A HUGE shoutout to Octapharma for their
sponsorship, which made it all possible.



The “after photo” from the Camp Valor chalk war.

CampCamp  
ValorValor
2023

Was it Col. Mustard
in the ballroom 

with the candlestick?

That’s the conundrum that 35 campers were trying to
resolve during Camp Valor. It was a week of sleuthing
and investigating; that featured games, puzzles,
riddles, and mysteries of all sorts. Oh, and don’t forget
the most important part - learning how to solve the
“mysteries” of living with a bleeding disorder.

Let’s see if you can deduce from these photo “clues” as
to how much fun we had. We’re sure you won’t need
Sherlock Holmes to help you solve this mystery!

Camp Valor 2023
BIG STICK Award RecipientsA few of our AMAZING camp volunteers



Games, outdoor recreational activities, learning
to infuse, educational sessions on managing
bleeding disorders, delicious food, INCREDIBLE
VOLUNTEERS - it was all part of Camp Valor
2023. Thank you Bayer, CSL Behring,
CVSHealth, Novo Nordisk, and the Utah Center
for Bleeding & Clotting Disorders, for your
financial support of camp.



On a warm and sunny weekend, last July, our teens
(ages 13-19) gathered for fun and information,
geared with their specific needs in mind.

The weekend was filled with interactive
presentations about bleeding disorders, games,
activities, and a lot of laughter. Teen counselor (and
fellow member of the BD community) Mark Spalding,
and Penni Smith and Angela Kouri from the HTC, led
discussions on positive mental health, improving
relationships, and transitioning into adulthood. The
favorite activity, by far, was beating the heat at
Cowabunga Bay. 

with                  TEENSTEENS
Hangin’Hangin’

How many teens in the bleeding
disorders community does it take to

have fun at the UHF Teen Retreat? 
This year, the answer was 17!

Cooling off at Cowabunga Bay

Jul 14-16



Walking up to the Wendy’s drive-through 
for a Teen Retreat late night snack,

This weekend would not have been possible without the help of our
amazing chaperones and these sponsors:

CSL Behring      CVSHealth      Novo Nordisk
Utah Center for Bleeding & Clotting Disorders 

We can’t wait until we can get
together, again! Watch for
more information about
upcoming teen activities.

Interactive presentations by phenomenal
presenters led to some great discussions
about the challenges and celebrations of

living with a bleeding disorder.
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Is your family experiencing financial stress? Are you concerned with
being able to provide gifts for your children this holiday season? The
UHF and our good friends at Cementation want to help.

For the eighth year, the UHF is partnering with Cementation to provide
toys and gifts to Utah children with bleeding disorders, ages 18 years
and younger.

If your family would like to be considered for our Angel Tree program,
please click on the link below and fill out the application. All applications
must be submitted to the UHF by Friday, November 10.

Please note, recipient families will need to be able to pick up gifts at the
UHF office on December 20 or 21. Unfortunately, the UHF will not be
able to mail or deliver gifts.

If you have any questions or need more information, please contact Jan
Western at the UHF office.

Angel Tree 
Holiday Assistance

Utah Hemophilia Foundation
772 East 3300 South, Ste 205

Salt Lake City, UT  84106
801-484-0325

www.hemophiliautah.org 
western@hemophiliautah.org

Thank you to our friends at 


