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September 30, 2025

Washington Prescription Drug Affordability Board
Washington Health Care Authority

PO Box 42716

Olympia, Washington 98504-2716

RE: Public Comments on Public Surveys
Dear Members and Staff of the Washington Prescription Drug Affordability Board:

The Ensuring Access through Collaborative Health (EACH) and Patient Inclusion Council (PIC)
is a two-part coalition that unites patient organizations and allied groups (EACH), as well as
patients and caregivers (PIC), to advocate for drug affordability policies that benefit patients.

We appreciate the Washington PDAB’s commitment to designing processes that reflect the lived
experiences of patients and welcome the opportunity to share our observations from other
states, along with data from our patient-led research. Our goal is to encourage the Washington
PDAB to adopt a patient engagement framework that emphasizes authenticity, inclusivity, and
collaboration from the very beginning of its work.

Challenges with Patient Engagement in Other States

Across multiple states, PDABs have faced significant shortcomings in collecting and applying
patient data:

e Low response rates: Affordability surveys in states such as Oregon and Colorado
suffered from low patient engagement and the data gleaned was insufficient to capture
representative experiences.

e Overly simplified questions: Many surveys rely on yes/no or multiple-choice formats
asking if a drug is “affordable,” without probing for reasons behind that perception.

e Limited transparency: In some cases, patient input was reduced to staff summaries,
stripping away context and weakening the value of authentic narratives.

These limitations left boards with inadequate data to identify and address the true drivers of
patient hardship. Washington has the opportunity to learn from these experiences and create a
process that avoids these pitfalls.

Lessons Learned from Patients

To fill this gap, the Patient Inclusion Council worked with research partners and patient
advocacy organizations to design the Patient Experience Survey, a 51-question survey
incorporating quantitative input on multiple topics (cost data, insurance status, assistance
program usage) and qualitative responses (open-ended narratives to capture personal context
behind the missing ‘why’ related to affordability and unaffordability). This dual approach
uncovered crucial insights:
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e Affordability is subjective and context-driven: 20% of patients paying just $0-$10 per
month still reported their medication as unaffordable, citing insurance transitions, copay
accumulators, or broader medical expenses.

e Affordability and access are intertwined: 100% of patients who stopped taking a drug for
“affordability reasons” pointed to insurance barriers such as denials or step therapy, not
simply price.

e Assistance and insurance matter most: 71% of specialty drug patients with copay or
financial assistance reported affordability, while only 38% without assistance said the
same.

These findings demonstrate that drug price alone and even surface-level opinions on
affordability are hardly enough to determine the true source of patient hardship. Instead, patient
experiences are nuanced and complex, requiring thoughtful outreach and engagement to
identify appropriate policy solutions.

Feedback on Draft Patient and Expert Surveys
While we strongly encourage the WA PDAB to reference_existing surveys co-created with

patients and a data scientist to guide your data collection efforts, we appreciate the opportunity
to provide our expertise to improve your surveys.

Provide PDAB with feedback and
comments on two draft surveys

The Washington State Prescription Drug Affordability Board (PDAB) is sharing
two draft surveys to gather feedback and comments on the survey questions.
The official surveys will be released in the coming weeks as part of the ongoing
affordability reviews.

The surveys seek responses from patients who use a reviewed drug and
providers who prescribe the drug. These questions are not final — please do not
respond to these survey guestions at this time.

The first comment is that patients are also experts. In the future, advise to retitle surveys per
expert stakeholder group (i.e., provider survey, patient surve
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Patient demographic questions section

e Q7: COl seems a little offputting for a general patient as a starter question and feels
inappropriate to ask under “demographic.”

o Recommendation: Seems more appropriate to have at the end before
submission.

e Insurance questions should be separated (not demographic information). Type of
insurance should be required, as this is vital towards understanding prescription drug
use and access.

o Recommendation: Separate into a section called Insurance

(Recommended separate section) Insurance

In our pilot study, which aimed in part to identify proper patient-facing question design, we
realized the importance of understanding when a person was taking this drug (current, past, not
able to - for example too costly) because 1) it was difficult at times to identify if the person was
reporting the insurance they are on now or if they reported the insurance they had x years ago
while on the drug or wanting to take the drug and 2) many people are on medications for years -
their insurance coverage changed over time; therefore they ended up using the open comment
boxes to explain. In r ions, they imply th rson is currently taking the drug. which will

limit responses and do not match with questions later in the survey that do ask if they use or
ever used (Q 13):

e Q10: Do you have insurance that covers prescription drugs?
o Recommendation: Reword to include have/had tense.
o Recommendation: Add a comments box for them to explain if they answer no.
Not having an option to explain limits the board from understanding why. Do they
have supplemental coverage? An alternative funding program?
e (If answered yes to 10) Q11: What type of insurance do you have to cover prescription
drugs? If you have any dual enrollment, specify based on your primary coverage.
o Recommendation: Reword - “primary coverage you have for prescriptions.”
o Recommendation: Add Veteran’s healthcare

Medication use questions

We have provided recommendations for your current question design, however, we invite
you to view our current question design, which includes options if they are currently on,
have taken, or haven’t taken but would like to take. It also includes follow up questions
regarding when. Survey questions, September 2025, Q10-14.

e Q13: Itis unclear where the user branches to in the survey if the person answers “no” to
whether or not they ever used the drug.
o Recommendations:

m  Option: If they answer no, they should be prompted to explain. For
example, in our survey, several patients did not use the drug under review
because their insurance did not permit them to do so. This is vital to
capture. Currently, a “no” answer will not provide any context or ‘why’.

e Q16: “How long have you used [the drug under review]?”
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o Recommendation: While this will capture when and if they stopped using the
drug, there should be an open-ended question to ask why they stopped taking
the drug. In our pilot survey (Page 21), by asking this question and enabling
open-ended responses, we identified 100% of those reporting costs actually were
describing insurance-related issues.

Q17: Recommendation: Edit “Which prescription drug(s) have you used to treat
(diagnosis).”

o Add an open comments box to capture how these worked, or didn’t, including
value to the user.

Comment from patient reviewer: “When asking if the patient has taken this drug in the
past they should quantify time period estimates. For example: 1.) 1m - 1yr 2.) between
1yr- 3 yrs 3.) Etc. | know as a patient, | can give approximately when | took one of the
100’s I've taken, but there is no way | would know exact dates and doing a survey I'm
not digging through my medical records.”

Cost questions

Q19: Without context (requiring an open ended response), a Y/N answer will result in
biased analysis. For example, in our survey, when asked why a respondent stopped a
medication, 47% chose the option ‘due to cost’ - which would be in keeping with your
question. However, in the open ended responses, 100% cited insurance barriers as the
true reason for ‘cost’ issues).

o Recommendation: Make an open-ended response. See comments below
(Q20-23 for more details).

Q20-23: All questions, as worded, are inherently biased questions, as they assume the
only answer to a person not picking up a prescription, delaying a prescription, skipping a
dose, or reducing/stretching a dose is due to cost - and only allows for answers specific
to cost. In reality, people do all of the above for a variety of reasons, including but not
limited to:

o Prior authorization, step therapy, and other insurance delays. Matter-of-fact, our
survey revealed over 75% of patients skipped or stretched doses due to
insurance, not cost.

o Type of insurance matters. Medicare, for example, does not permit manufacturer
assistance programs. A person on Medicare would likely answer “yes’ to this
question, biasing your analysis.

o Forgot to refill/take the medication.

o Cumulative costs, not the cost of the drug under review, would cause a
respondent to say yes to this question.

m  Recommendation: Revise to include options that are not specific to cost.
For consideration: Include a question that asks about tier of the drug on their plan and
subsequent % out of pocket. (Example Tier 5 meaning 50% co-pay or tier 1 meaning
$10 co-pay).
For consideration: Ask if the respondent feels their out of pocket cost per month for the
prescription is affordable or unaffordable and why. Unless the real reasons behind
patient-reported affordability successes and challenges are captured and
addressed, then reform efforts cannot truly be for the benefit of patients.
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Sections “Coupon Use” and “Patient Assistance Program Use”

As a result of our pilot survey, it became apparent that many patients are confused regarding
what types of financial assistance are available and what each type is called. We believe this is,
in part, due to inconsistent language and using titles (such as Patient Assistance Program) as
umbrella terms when these are, in fact, the names of specific savings programs (Patient
Assistance Program = manufacturer programs for those ineligible for their copay assistance
programs - Medicare, uninsured). Additionally, the term “coupon” is strongly discouraged when
referring to manufacturer copay assistance programs/cards, but is more relevant to discounts
such as GoodRx/ArrayRx type programs.

Recommendation: We suggest combining these sections into one, titled Financial Assistance.

e Q32: Question revisions to specific types of assistance and remove the word “buy”.

o Recommendation: Change header to clarify Savings Card.

o Recommendation: “Have you ever used a savings card (like GoodRx or similar
discount) to access the following drugs?”

o Recommendation: Additionally, since obtaining access to specialty drugs are
most often through using financial assistance through the manufacturer, suggest
moving this question to after the Patient Assistance Program/Manufacturer
Assistance Program/Organization or Foundation.

e Q35: Clarify the ask.

o Recommendation: Change header to clarify Manufacturer Copay Assistance
Program or Patient Assistance Program.

o Recommendation: Reword. Have you ever used any manufacturer copay
assistance program or patient assistance program to receive the following drugs?
They are often run by pharmaceutical companies, non-profit organizations, or
government agencies.

o Recommendation: Keep in mind some people have been on these medications
for years, if not over a decade. May want to add an open-ended response to
capture clarification if they choose more than one answer.

e Q38: What is the endpoint for which you are measuring in this question? Is it how difficult
it was to apply for the copay assistance program? OR how difficult was it to get the
specialty pharmacy/insurance company to apply the assistance to the program? OR is it
to understand the difference between difficult applying for a copay assistance program
vs a Patient Assistance Program? As worded, it suggests the Board is trying to steer an
answer to show a “yes” automatically equates that these programs are hard to apply for,
when in reality, it's much harder for the specialty pharmacy to apply them to their
programs.

o Recommendation: See our wording in our pilot surve

e Q39: Two of the answers require additional context.

o Recommendation: The approval was not applied in a timely manner?
“Received” could be lost in the mail. Needs an open ended box for “other
difficulty.”

e Q40: Without an opportunity to explain why they may or may not have concerns, and
what those concerns are, this question sets up the analysis to be biased. If they say,
“Yes”, what is this information going to be used towards in the Board reviews? To say x%
of patients are concerned about eligibility? And what does this justify? Unless a specialty
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drug is discounted 90%, which it will not be, financial assistance programs are necessary
and questions should not be used to set up answers that justify affordability decisions
rooted in fear of assistance loss.

o Recommendation: If yes, ask why.

Thank you for your continued commitment to improving drug affordability in Washington. We
appreciate the opportunity to provide this feedback and look forward to continuing our
engagement with the board. As experts in patient-facing survey design, we encourage you to
reach out if you would like us to continue assisting with these efforts.

Sincerely,
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Tiffany Westrich-Robertson
tiffany@aiarthritis.org
Ensuring Access through Collaborative Health (EACH) Coalition Lead

Vanessa Lathan
vanessa@aiarthritis.org
Patient Inclusion Council (PIC) Coalition Lead
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