Chairman Lipps, Vice Chair Stewart, Ranking Member Liston and Members of the Public Health Policy
Committee. Thank you for the opportunity to provida testimony on HB177.

I am Randi Clites. | wear a lot of different hats in the rare disease community, so my testimony today is
based off my direct experience as a mom, caregiver, patient advocate from my 20 years as a mentor and
friend to families that have a bleeding disorder, and 2 member of a few coalitions dealing with different
types of copay diversion programs in my professional capacity. My full-time employment is with Little
Hercules Foundation where | spend most of my time addressing federal legislation impacting the rare
disease community and advising rare disease patient advocates on how to engage on state level policy
issues. | still work on 3 part ime consulting basis for the bleeding disorders community 5-10 hours a
week managing a statewide dental program and serving as a statewide policy director for a coalition of
providers and patient organizations. Both Little Hercules Foundation and Qhio Bleeding Disorders
Council have weighed in on this bill with written testimony from the CEO of Little Hercules and Chair of
the Ohio Bleeding Disorders Council.

I am here today to share how a patient family is impacted by a copay accumulator program and address
some of the concerns the committee had during the last hearing. First, it is extremely important to
understand that a copay accumulator program DOES NOT impact ail drugs in the retail market and rarely
does it impact a drug that has a cheaper alternative for the patient. It is not about coupon use driving a
paticnt to a higher cost treatment option. And lastly, | will explain how these programs do not change
consumer behavior in the way the opponents want you to believe that they do. They are hurting the
most vulnerable patient populations in Ohio. Ohio has been utilizing these cost diversion programs since
2017-18 and healthcare and premiums costs da not show a benefit for the use of these programs in our
state, but vulnerable patients are being negatively impacted.

In 2017, 1 got a czll from a family | had been mentoring that they had received a letter frem their
employer stating that the next plan year their heaith benefits would no longer count any assistance they
received towards their out-of-pocket costs. This was the first experience | had with helping a family
understand their plan summary or benefit design. Let me explain why this was financially devastating for
a family like ours. Most people know their deductible amount on their health plan, but do you know
what your maximum oul of pocket amount is? Have you ever reached that amount? If so, ever more
than once or twice? For families like ours, we meet that amount year after year.

While the accusation made in the last hearing that patients would use more healthcare services after
their deductible was met by assistance programs because we depended on the copay assistance to pay
that amount, that is not the case for me or families like mine that use a lot of healthcare. The last thing
our families need is mare tests, appointments, surgeries, or treatments. Remember copay accumulator
programs do not impact the typical coupon use prescription drug; they target specialty drugs used by
the maost chronically ill patients. They are only going to access the heaithcare they need to stay as
healthy as they possibly can.

My son’s medicine is considered a speciality drug. We have to get it delivered Lo cur home once a month
from a Speciaity Pharmacy; that Specialty Pharmacy is a required pharmacy from our plan. Unlike what
the opponents had said, most patients targeted by a copay accumulator have no choice outside of the
accumulator program or using the preferred specialty pharmacy, Before the ACA, drugs to treat
hemophilia were generally accessed under the Medical Benefit. So we would have to meel the
deductible in the first month of the year to get the medicine delivered. That amount ranged from $500 -



$2,500 {with max out of pocket from $5,000 - 58,750 from 2003-2019). Then the next month we would
owe that same amount, until cur max out-of-pocket was reached. That is why you will hear patients
reference double dipping, while others in the same plan only pay their deductible one time, patients
impacted by a copay accumutater could face a deductible being collected by them or on their behaif
multiple times,

After the ACA, the rare disease community saw 2 shift in how expensive drugs were classified as
Specialty Drugs. | was seeing plan designs that kept Specialty Drugs in the medical benefit and some
switching them ta prescription drug coverage. Most families preferred the prescription drug coverage,
because the copay amount was a monthly amount that they could depend on paying that same amount
menthly, And then a couple years later, the copays for specialty drugs began to be based off the price of
the drug, which made it unaffordable for most patients. The amount most of us saw for specialty drugs
in our plans was 30-50% of the cost of the drug, so we met our max out-of-pocket within the first
quarter of the year. That is when almost all patients needed some type of assistance. Some got
assistance from the specialty pharmacy directly, some from the State’s Title V program, and some from
the drug manufacturer copay assistance programs. It is extremely important thal you understand these
programs target drugs that have no cheaper alternative. The copays we are facing are hundreds o
thousands of dellars a month. We fear the copay accumulator programs will eventually drive-up drug
costs in specialty drugs. Because of the evolution of these programs, we are already seaing copay
assistance programs go away. When patients know to look for a copay accumulator program in their
benefit summary it is usually hidden in one or two sentences in a3 huge document. These programs have
made it extremely difficult for consumers to track their out-of-pocket costs and plan for additional
medical costs.

Per the 2023 Health Policy Institute of Ohio (HPIQ) Health Value Dashboard, Ohio is ranked 40 in
healthcare spending and 43= in population health. | hope you agree if copay accumulators were helping
Ohio drive consumer behavior to cheaper alternatives, we would have better cutcomes and lower
health spending. Copay Accumulator Programs target very specfic drugs that have copay assistance for
the patient to access the drug that treats their condition, most of the time it is the only drug that treats
their condition. Ohio has a D ranking from The AIDS Institute study on copay accumulator programs
around the county. For the 2023 Marketplace Plans, 8 out of 11 plans have a copay accumulator
program.’

in regard to the claim that banning copay accumulators will impact the premiums in Ohio, there are two
studies that contradict that. The AIDS Institute in May of 2023 published & comparison of Marketplace
average benchmark premiums betweaen states with (at the time there were 16 states that had banned
CAAPs between 2018 and 2022,) and without copay accumulator adjustment bans. It found no evidence
that enacting a copay accumulater ban has a meaningful impact on average premiums.® In June of 2022
(updated in June of 23,) an interactive tool was released on the Global Healthy Living Foundation
website that comparad all 19 states that have passed laws to ban copay accumulators. The finding is
that “passing laws that protect patient assistance by banning accumulators and maximizars still has not
led to increased insurance costs.”™

I'll conclude by sharing, my son’s conditian is a rare condition that actually has 11 treatment options on
the market, Most rare conditions ¢o not have a treatment option but those that do only have one or
two treatments. When a plan implements a copay accumulator program, ALL 11 HEMOPSILIA DRUGS



ARE TARGETED BY A COPAY ACCUMULATOR, Also, in the HPIO Dashboard it ranks Ohio 47° in total out-
of-pocket spending because on average we pay $799.68 out-of-pocket, but because of these programs
our familics in the rare and chronic condition space are paying more than that year after year for their
entire lifespan. When they are fortunate enough to get assistance, it can bring their total out-of-pocket
spend closer to that yearly average. We should be doing better in Qhio to protect our workforce and
small employer groups. It is up to the employers and consumers to push back on these discriminatory
programs that do nothing but drive up the out-of-pocket costs for our most vulnerable patients. 1I'd be
happy to answer any questions you have,

L Facls & Figures: Health Value Dashhoard  Health Policy Institute of Ohio y [healthpolicyohio.org)

* The AIDS Institute

* https://aidsinstitute nel/documents/Copay-Assistance-Does Not Increase-Premiums-Final. pdf

4 ntrps /fahil.org/copyy assistance-protection/# 1668713434132 8026b016-ced?
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Chairman Lipps, Vice Chair Stewart, Ranking Member Liston and Members of the Public Health Policy
Committee, Thank you for the opportunity to provide testimony on HB177.

I am Randi Clites. | wear a lot of different hats in the rare disease community, so my testimony today is
based off my direct experience as a mom, caregiver, patient advocate from my 20 years as a mentor and
friend to families that have a bleeding disorder, and a3 member of a few coalitions dealing with different
types of copay diversion programs in my professional capacity. My fuli-time employment is with Little
Hercules Foundation where | spend most of my time addressing federal legislation impacting the rare
disease community and advising rare disease patient advocates on how to engage on state level policy
issues. | still work on 3 part time consulling basis for the bleeding disorders community 5-10 hours a
week managing a statewide dental program and serving as a statewide policy director for a coalition of
providers and patient organizations. Both Little Hercules Foundation and Ohio Bleeding Disorders
Council have weighed in on this bill with written testimony from the CEQ of Little Hercules and Chair of
the Ohio Bleeding Disorders Council.

| am here today to share how a patient family is impacted by a copay accumulator program and addrass
some of the concerns the committee had during the last hearing. First, it is extremely important to
understand that a copay accumulator program DOFS NOT impact all drugs in the retail market and rarely
does it impact a drug that has a cheaper alternative for the patient, It is not aboul coupon use driving a
patient to a higher cost treatment option. And lastly, | will expizin how these programs do not change
consumer behavior in the way the opponents want you to believe that they do. They are hurting the
most vulnerable patient populations in Chio. Ohio has been utilizing these cost diversion programs since
2017-18 and healthcare and premiums costs do not show a benefit for the use of these programs in our
state, but vuinerable patients are being negatively impacted.

in 2017, 1 got a call from a family | had been mentoring that they had received a letter from their
employer stating that the next plan year their health benefits would no longer count any assistance they
received towards their out-of-pocket costs. This was the first experience 1 had with helping a family
understand their plan summary or benefit design. Let me explain why this was financially devastating for
a family like ours. Most people know their deductible amount on their health plan, but do you know
what your maximum out of pocket amount is? Have you cver reached that amount? If 50, ever more
than once ar twice? For families like ours, we meet that amount year aftar year.

While the accusation made in the last hearing that patients would use more healthcare sarvices after
their deductible was met by assistance programs because we depended on the copay assistance 1o pay
that amount, that is not the case for me or families like mine that use a lot of healthcare. The last thing
our families need is mare tests, appointments, surgeries, or treatments. Rernember copay accumulator
programs do not impact the typical coupon use prescription drug; they target specialty drugs used by
the most chronically ill patients, They are only going to access the heaithcare they need to stay as
heaithy as they possibly can.

My son's medicine is considered a speciaity drug. We have to get it delivered to our home once a month
from a Speciaity Pharmacy; that Specialty Pharmacy is a required pharmacy from our plan. Unlike what
the opponents had said, most patients targeted by a copay accumulatar have no choice outside of the
accumulator program or using the preferred specialty pharmacy. Before the ACA, drugs Lo Lreal
hemophilia were generally accessed under the Medical Benefit. 50 we would have ta mest the
deductible in the first month of the year to get the medicine delivered. That amount ranged from $500 -



52,500 (with max cut of pocket from $5,000 - 8,750 from 2003-2013). Then the next month we would
owe that sarme amount, until our max out-of-pockel was reached. That is why you will hear patients
reference double dipping, while others in the same plan only pay their deductible one time, patients
impacted by a copay accumulator could face a deductible being coliected by them or on their behalf
muitiple times.

After the ACA, the rare disease community saw a shift in how expensive drugs were classified as
Specialty Drugs. | was seeing plan designs that kept Specialty Drugs in the medical benefit and scme
switching them to prescription drug coverage. Most families preferred the prescription drug coverage,
because the copay amount was a monthly amount that they could depend on paying that same amount
monthly. And then 2 couple years later, the copays for speciaity drugs began to be based off the price of
the drug, which made it unaffordable for most patients. The amount most of us saw for speciaity drugs
in our plans was 30-50% of the cost of the drug, so we met our max out-of-pocket within the first
quarter of the year. That is when almaost all patients needed some type of assistance. Some got
assistance from the specialty pharmacy directly, some from the State’s Title V program, and some from
the drug manufacturer copay assistance programs, It is extremely important that you understand these
programs target drugs that have no cheaper altemative. The copays we are facing are hundreds to
thousands of dollars 2 month, We fear the copay accumulator programs will eventually drive-up drug
costs in speciality drugs. Because of the evolution of these programs, we are already seeing copay
assistance programs go away. When patients know to look for a copay accumulatar program in their
benefit summary it is usually hidden in one or two sentences in 3 huge document. These programs have
made it extremely difficult for consumers to track their out-of-pocket costs and plan for additional
medical costs.

Per the 2023 Health Policy Institute of Ohia (HPIQ) Health Value Dashboard, Chio is ranked 40 in
healthcare spending and 43~ in population health.' | hope you agree if copay accumulators were helping
Ohio drive consumer behavior to cheaper altemnatives, we would have better outcomes and lower
health spending. Copay Accumulator Programs target very specific drugs that have copay assistance for
the patient to access the drug that treats their condition, most of the time it is the only drug that treats
their condition. Ohio has a D ranking from The AIDS Institute study on copay accumulator programs
around the county. For tha 2023 Marketplace Plans, 8 out of 11 plans have a copay accumulator

program.’

In regard to the claim that banning copay accumulators will impact the premiums in Ohia, there are two
studies that contradict that. The AIDS Institute in May of 2023 published a comparison of Marketplace
average benchmark premiums between states with (at the time there were 16 states that had banned
CAAPs between 2019 and 2022,) and without copay accumulator adjustment bans. It found no evidence
that enacting a copay accumulator ban has a meaningful impact on average premiums.? in lune of 2022
(updated in June of 23,) an interactive tool was released on the Global Healthy Living Foundation
website that compared all 13 states that have passed laws to ban copay accumulators. The finding is
that *passing laws that protect patient assistance by banning accumulatars and maximizers still has not
led to increased insurance costs.”™

I'll conclude by sharing, my son’s condition is a rare condition that actually has 11 treatment options on
the market. Most rare conditions do not have a treatment option but those that do only have one or
two treatments. When a plan implements a copay accumulator program, ALL 11 HEMOPHIUA DRUGS



ARE TARGETED BY A COPAY ACCUMULATOR, Also, in the HPIQ Dashbeard it ranks Ohio 47 in total out-
of-pocket spending because on average we pay $799.68 out-of-pocket, but because of these programs
our families in the rare and chronic condition space are paying more than that year after year for their
entire lifespan. When they are fortunate enough to get assistance, it can bring their total out-of pockel
spend closer to that yearly average. We should be doing better in Ohio to protect our workforce and
smail empioyar groups. it is up to the employers and consumers to push back on these discriminatory
programs that do nothing but drive up the out-of-pocket costs for our most vulnerable patients, I'd be
happy to answer any questions you have.

t Facts & Flgures: Health Value Dashboard - Health Poficy Instilute of Ohio [healthpolicyohio.orgi
3 The AIDS Institute

3 hitps:/faidsinstitute.net/documents/Copay-Assistance-Does-Not-Increase-Premiums Final.pdf

* https://ehll osg/copay-assistence protection/#1668713434132-80265016-c217
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Copay Assistance Diversion
Programs

paee IS S e For failing to
protect vital patient

Millions of Americans endure long and expensive medical TSRS
journeys to get the medications that best treat their needs. Copay S
accumulator adjustment policies and copay maximizer programs are
schemes from insurers and pharmacy benefit managers (PBMs) that
prevent patient assistance funds from counting toward a patient's out-of-
pocket maximums, or deductibles. These policies undermine paticnt access
to life-saving prescription drugs, making it more difficuit for peopie living with
sarious, complex. chrenic illnesses to adhere to a treatment plan.

A new report by The AIDS Institute shows that 8 out of 11 plans in Ohio have copay accumulator adjustment
policies that harm vulnerable patienis.

= These plans have copay accumulators: Aultcare, (Anthem) BCBS, CareSource, Medical Mutual, Molina«+,
Oscar Buckeye State Insurance Corp, Oscar Insurance Corp. of Ohio, Paramount, United Healthcare.

+Plan utilizes a copay maximizer or variable copay program.
» These plans do not have copay accumulators: Ambetter, Summa.

Chio has received a D for failing to protect paticnt assistance because 72.7% of markeiplace pians have
copay accumuiator adiustment policies.

Ohig can join 16 other states to protect residents from these harmiul practices by insurance companies and
PBMs.

- AR, AZ CT, DE, GA, IL, KY, LA, ME, NC, NY, TN, VA, WA, WV, and Puerto Rico have enacted legislation
that requires insurers to count third party payments, including copay assistance, toward patient cost-
sharing limits,

= S g - : 2 3 - - . . . —

Rt b e i o Az - THE AIDS INSTITUTE

Read the full report: theaidsinstituie.org/copays



THE AIDS INSTITUTE

Comparison of Marketplace Average Benchmark Premiums Between States With and Without Copay
Accumulator Adjustment Bans

May 2023

Between 2019 and 2022, 16 states enacted laws banning insurers and pharmacy benefit managers
(PBMs) from diverting copay assistance funds intended to help patients living with serious, complex
chronic illness afford the expensive medications on which they rely. Patients and providers first noticed
this practice (called “copay accumulator adjustments”) in 2017’

The AIDS Institute analyzed annual premium changes in states with copay accumulator adjustment
bans and those withoul. We found no evidence that enacting a copay accumulator adjustment ban
has a meaningful impact on average premiums.

Average Premium Change (%)
in States With and Without Copay Accumulator
Adjustment Bans
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e SLE005 With no laws i syt with Copay Accomulator laws

Soures: Markelolsee Averags Benshirark Premiyms, Kaiser Family Feundation. Assumes that impact of copay accumulstor agjustment
bans would Begin on fan 1 of the year following pnactment of the stale law.

* For more information about copay actumedator adjustment policies and their impact on patients, see: The AIDS Institute,
Discrimingloey Copay Policies Undermine Coverage (or Peogle with Chroalc liiness: Copay Accumuiglor Adustraent Poficies in
2023, February 2023.



Marketplace Average Benchmark Premiums by State Copay Assistance

Accumulator Bans in Place by 2023
$tates | 2018 [ 2019 | 2020 | 2021 | 2022 | 2023
Arizona 5516 | Sam ) mear| se36 | sl S0
wlingés 5426 | S478 1 3251 | SA30 | S44E | sS4
| Virginia s535 |- $s55 § 3521 ) %are| sasu| San:
West Virginia 5545 | 5596 | Seaa | %654 | 3752 | SEEs
Georgla §_4& $487 | $462 | sanh | 9304 | Sd13
Arkansas 5364 | $378 | $355 ) s394 | fan7 | sus
Connachicut 5585 | Sars | SS70 | S580 | Ssii | sy
Keatucky 5422 | 4601 SA71 | SATE | ST | AR
Lowisana 5474 | $S454 | $500 | $545 | Sudl | SRER
North Caroline 5627 | 5638 | $558 | S§516 | sana | B2
Okiahoma 5559 | $595 | $601 ) $554 | Same | s5i0
Tennessee | S7e3 | S48 | $s11] $466 | 3eas | dars
Delaware 5589 | 684 | 3548 | 5540 | 5548 | L.4h
Maine 588 | 5544 | $513'} SA40 | 5427 | sai7
New York | 5505 | 5563 | S610 [ $597 | $592 | SAiY
Washington | 5336 | $406 | $351 ) 5388 | 5396 | 5385
Nabama | 5558 | 5546 | $553 | §$590 | SS97 | $867
Alaska §726 | $702 | $724 | $675 | s712 | 762
Calilornia $430 | 5439 | %430 | Saze | s417 | saa2
Colorado - 5470 | $48% | $358 | $3s1| $3s8 | $380
District of Columtia | 5324 | $393 | $414 | 3415 | $387 | S48 |
Florida $466 | $477 | S468 | $457 | $456 | S471
Hewall | <438 | 403 | $474 | S478| S48a | Sage
idaho_ $478 | 5498 | $520 | $495 | sS4l | 3425
Ingana $339 | 5339 | $387 | $e21 | $398 | $39s
towa 3 SN3 | s762 | $742 | $523 | 5502 | 5484
| Kansas $518 | 5552 | 8502 | 491 | 150 | 34n
Mandand Sa8s | 5419 | $397 | $347 | 5328 | $336
| Mamachumetts 15316 | 5332 | $343 | $363 | $38% | $417
| Michigan _ 5391 | 5233 | $360 | $347 | 5320 | $362
| Minnesots 5385 | $326 | $309 | $307 | s$327 | 5335
| Mississippl $519 | $521 | 5487 | 5359 | 5448 | 5261
Wissousi 5529 | 5499 | 5483 | 3479 | sas2 | s47m3
Momana $525 | 5561 | 483 | $471 | sas3 | saw
Nebraska $767 | s838 | S| $e99 | $595 | $550
Nevatds $432 | $a10| $374 | 393 | $383 | $386
New Hampshire Sa75 | %402 | $405 | §357 | 5309 | 5323
Newlesey | $413 f $352 | 8302 | $405 | saza | S441
MNew Mexico | $a1a | 5365 ] 5345 | $339 | 5389 | 5445
MNorth Dakots $377 | %457 | $383 | 8493 | $a97 | sais
Ohio $371 | s380 | s3ss | S3rs | sars | San3
Oregan $414 | 5443 | 5446 | 5437 | 144 | saez
Peansylvania 5575 | 5484 | 459 | %455 | $3%0 | $e33
Rhode island §311 | $336 | $332 | $3¢9 | 3361 | sare
South Caroling | $520 | 5952 | 5509 | $476 | 5444 | 5496
“South Dakota 5521 | $557 | $593 | $618 | $6D1 | S626
Texas 5431 | 5404 | a3z | $436 | 3474 | Sa6t
utah 5550 | 6542 | 9486 | 472 | S456 | sa7i
Vermont $505 | 5622 | S662 | $669 | $749 | $Bal
Wisconsin | 5569 | $537 | %491 | $a57 | 5429 | S456
Véyoming 5865 | 5365 | $s81 | S791 | $762 | $m02

Seurce: Kaiser Family Foundation, Matkatplace Average Benchmark Premiums, Assumes law impactod promiums the year after it was
passed. Key: Slue colis = States with copay accumutator adjustment bans passed between 2019 and 2022; Crangn fant = Yeur law
impacted premiums

voww.thecicsinstitute.org

Program and Administrative Office 1/ Davis Blvd., Suite 403, Tampa. FL 33604 | Ph: 813 2585929
Neotional Policy Office | 400 K 51 Nw, Suite 300B, Woshington DC 20034 | Ph: 207-835-8373
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