Medicing for a hermophiliac can range anywhere fiom $500,000-$1,000,000 annually.,

Patienis with rare diseases rely on Patient Assistance Programs offeied by pharrnaceutica'i
companies and nan-profits to meet their deduciible requirements.which they often hit the
first month or two of the year, ‘These payrments are not given to the patient, put directly to
insurance. These are different than the coupons that you rnight use at a local pharmacy.

Recently, insurance cormpanies have implermenied Copay Accumulators on many realih
plans, and are NOT accepting this patient assistance to count toward patients’ deductibles.

Think of it thisway. You are a college student with a $10,000 tuition bill and have a $5000
schalarship. The University accepts the $5000, bt still makes you pay the full $10,000 bill
{thus receiving 515,000 instead of $10,000) becauise you personally didn't pay it, s that fair?

This is happening to patients all over the US, including Merth Da Lata, Health plans will teli you
patients are difven to high cost name brand drugs, Patients with bleeding disorders do not
have a generic option. They will tell you we have no gkin in the game, no personal costs -we

still pay our premidims, rnultiple doctor visits, lab work, and ancillary supply costs. &

Ta date, 21 states and Puerto pico have enacted copay accumulator legistation.
Help us add North Dakota to the list! = . : .

an this to see the full list -—->



é Bleeding Disorders Awareness

Facts:

« Hemophilia & von Willebrand Disease (VWD) are blesding disorders caused
by a protein deficiency reguired far bicod to clot. Patients use praducts
made from either human plasma or animal cells that replace proteins and
control clotting.

o Many hleading disordar patients were exposed to HIV and viral Hepatitis
(BRC) prior L0 1332 when all blood products were screcned,

. It is estimatad that 70% of all individuals with bleeding disorders who used
factor products before 1987 may have been expased Lo HIV and as many as
a0’ wera exposed to Hepatitis C.

About 20,000 peaple are affected by hemaphilia in the U.S. and approximately

19 of the population is affected by VWD,

» Bleading Discrders Alliance of North Dakota (BDAND) serves about 300
individuals and farmilies who live with bleeding discrders in Noith Dakota and
NW Minnesota,

Challenges:
» Accass to insurance, discrirnination issues, access to madications, co-infections,
» High annual medicaticn cost, many with costs that exceed $500,000.
« Patients live with multiple chronic conditions and have unigue care issues,

For more information about bleeding disorders, or to arrange a meeting, please contact:
Bleading Disordars Alliance of Morth Dakota, Emily Ouietlette, Expoutive Director

bdand.org | director@bdand.org (, 701-381-0670 (, PO Box 548, Fargo, ND 58107



Copay Accumulator Adjustors
Clearing Up the Misconceptions

Copay Accumulator Adjustment Programs are affecting a tremendous number of patients
with a diverse set of health conditions ~ most affected are those with chronic and/or rare
disorders.

» Allowing Health Plans to utilize Copay Accumulator Adjuster programs leave a lot of patients vulnerable and
unable to access their medication. Patients are choosing between paying their rent/mortgage, putting food
on the table, or paying for their medication.

+ Bleeding Discrder patients meet their OOP maximum the first month or two of the year. They depend on
Copay Assistance Programs to help them meeat their deductible.

The health plans will argue this is manufacturers “gaming” the system or trying to preserve
market share to drive miore business to higher cost drugs.

» In this version of the bill language, the medicine either doesn't have a generic available OR if it does, the plan
still has control over whether the patient can access it through their internal utilization and appeals
processes.

* Bottom line is that health plans should be designed to ensure that the most medically appropriate medicine
that is covered by the plan is what is approved.

« And if this "gaming the system” argument is truly the case, why did health plans create these accumulator
adjustment programs specifically in the specialty areas where there are no generic equivalents?

There is & misconception that copay coupons allow patients to circumvent the formulary.
= Health plans still determine:

+ What is on or off formulary and what is preferred and non-preferred.

« The utilization processes that patients and their doctors must navigate to ask for any exceptions to a
preferred drug or for something that not on the formulary.

+ Patients should not be penalized for correctly working through the process their plan has laid cut for them,
whether that is the copay and out-of-pocket costs they have to pay OR the process to gain approval to get
access to a medicine that is prescribed for their condition.

+ Keep in mind that copay cards are just a patch for a broken system overall: Current health plans and drug
prices make it difficult for patients to obtain their medication - manufacturers and some non-profits are
providing copay assistance because patients can't afford their out-of-pockets on their medicines.

Costs rise when patients don't have access to their specialty medication.

+ Patients experience complications and disease progression, sending them to the Emergency Room, needing
aveidable surgeries, and additional treatment they would not have needed had they had access to the
medication in the first place. They often miss school and/or work. - A patient's mental health aiso suffers when
they have to deal with complications of their disease, and navigate health plans.

« Patients still pay the cost of muitiple doctor visits, lab work, and ancillary supplies for their infusions. Many
patients also pay for physical therapy and other services to treat their bleeding disorder.

Health Plans say patients have 'no skin in the game' if they rely on Copay Assistance Programs

For more information, please contact:

' Emily Quellette, Executive Director
B DAN D Bieeding Disorders Alliance of North Dakota

director@bdand.org | 701-381-0670

TIOMAL
;"f. E’LQEENG DISORDERS Bill Robie, Senior Director of Government Relations

“4%  FoOuNDATION National Bleeding Disorders Foundation
oS e brobie@bleeding.org | 212-328-3775



accumulator policies, an emerging
change in insurance plans.

Patients for

Copay Assistance Helps Patients

Copay Accumulators Hurt Patients

Copay assistance provided by pharmaceutical
rmanufacturers and nonprofit organizations
provide a financial lifeline for many people living
with chronic conditions who need lifesaving
medications.

Insurers Double Dip While Patients are
Denied Life-Essential Medications:

Many Insurers and PBMs are now utilizing copay
accumulators that stop copay assistance from
counting towards a patient's deductible and
rmaximum out of pocket spending. These
practices are creating significant financial and
health issues for patients.

¢ All of the money paid through the copay
assistance, which was intended to help the
patient, goes directly to the health insurance
company.

« Copay accumulators allow the insurance
company to double dip and get paid TWICE -
once from the copay assistance and then
again by patients’ deductibles

e This jeopardizes the health of patients and

" can ultimately result in the use of more
expensive health care services, disability,
unemployment and loss of independence.

Call to Action

As of Jan 2025, 21 states (and
Puerto Rico) have enacted
laws banning payer and
PBM use of copay
accumulator programs:
AR, AZ, CO, CT, DE, GA, IL, KY,
LA, ME, NC, NM, NY, OK, OR,
TN, TX, VA, VT, WA, WV) DC,
and Puerto Rico

Lawmakers must pass legislation to
prevent harmful and unfair copay

We must “Stop the Double Dip”

Prescription Access

RN

LR N |

Insurers have raised deductibles, increased
use of coinsurance, and added new
prescription drug formulary tiers.

Imagine if this same practice was
applied to college tuition...

f Student 4_ —
— . received a ——
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i $3,000 = &
College tuition is scholarship
$10,000 oy
Student THINKS
their new cost is
$7,000
- The college took the
e scholarship amount,

but 7 applyit
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. ‘ ) COTUImON g
towards the students 519005 T8
Q final tuition cost n .. |

e The college tells
student that the
student still owes

$10,000
*The college receives $13,000,
when the bill was only $10,000.




Assumes law impacted premiums the year after it was passed.
Key:
Blue cells = States with copay accumulator adjustment bans passed between 2019 and 2022;
Orange font = Year law impacted premiums

Blarketplace Average Benchmark Pramiums by State Copay Assistance
Accumulator Bans in Place by 2023
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True Facts: Current data shows there is no evidence that Co-Pay Accumulator bans will
increase premiums.

Previously, opponents have claimed that there will be a raise in premiums if Co-Pay Accumulator bans are
passed. While it's true that healthcare premiums continue to increase, there is no evidence and correlation
between passage of bans and trend.

* Fortunately, we now have data from several data sources on premiums from the 21 states and Puerto Rico
that have passed Co-Pay Accumulator bans. The data doesn’t substantiate those concerns. [l See the
charts and studies below.

* Global Healthy Living Foundation's analysis shows that despite what insurers and pharmacy benefit
managers say, protecting patient assistance programs has not increased the cost of health insurance:
https://ghlif.org/copay-assistance-protection/

® The AIDS Assistance’s 2023 study shows Co-Pay Accumulator laws are not increasing average benchmark
premiums in states that passed CAAP laws (at least for the first 16 of the 21w/ existing bans). And in fact, in
several states average premiums declined (presumably due to better medication adherence) The-AIDS-
lnst.-Copay-Assistance-Does—Not-!ncrease-Premiums.pdf

13 Increases occur with
similar trend in both.

1 https://wywakff.org/aﬁ’ordable-care-act/state~indlcatcn’marketplace-a'-,'erage-benchmark-premiums/?
activeTab=graph&currentTimeframe=08&startTimefra me=10&sortModel=%78%22colld %22:%221 ocation%22,%22s0rt%22:%22asc%22%70D



