










A 450-employee, nonprofit health services research 

organization that creates and implements solutions 

to advance health among vulnerable and 

publicly insured populations.
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Altarum



With support from the Robert Wood Johnson Foundation: 

▪ The Healthcare Value Hub reviews evidence to identify the policies and 
practices that work best to reduce healthcare spending, improve 
affordability for consumers, improve outcomes and reduce disparities. 

▪ We provide FREE resources to help YOU work on these healthcare value 
issues.  

▪ We support and connect consumer advocates across the U.S., providing 
comprehensive fact-based information to help them advocate for 
change, and connect them to researchers and other resources. 
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What is the Healthcare Value Hub? 

www.HealthcareValueHub.org/About@HealthValueHub



▪ Thank you for joining us today!

▪ All lines are muted until Q&A but you can queue up your 

question in “chat”

▪ Webinar is being recorded
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Housekeeping

@HealthValueHub www.HealthcareValueHub.org



▪ Why do we have this problem? Drug Pricing Basics; Q&A

▪ State & Federal Actions: Drug Manufacturers; Q&A

▪ State Actions: PBMs; Q&A

▪ What Can Advocates Do? Q&A

▪ Hub Resources
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Agenda



Why Drugs?

Why Now? 



▪ Nearly 70 percent of Americans take one or more 
prescription drugs; among seniors: 89%

▪ While 58 percent of adults agree prescription drugs have 
made the lives of people better,

• 79 percent of adults agree drug costs are unreasonable

• 80 percent of adults agree drug companies put profits 
before people
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A Top-of-Mind Worry for Consumers

Source:  KFF Health Tracking Poll – February 2019: Prescription Drugs



Severe Consumer Harm from High Costs

Source: Kaiser Family Foundation Health Tracking Poll (conducted September 12-18, 2013). Totals reflect insured and uninsured adults. 



10Source: Morning Consult, On Controlling Health Costs, Most Voters Trust … No OneSource: Morning Consult, On Controlling Health Costs, Most Voters Trust … No One



31% 
of adults (age 18+) 

“made changes to medical drugs because of cost” 

in 2017 
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In Illinois:

Source: https://www.healthcarevaluehub.org/application/files/5415/7858/8694/Healthcare_Affordability_Scorecard_-_Summary_Report.pdf

https://www.healthcarevaluehub.org/application/files/5415/7858/8694/Healthcare_Affordability_Scorecard_-_Summary_Report.pdf


LET’S BEGIN: 

DRUG PRICING 
BASICS



@HealthValueHub

How much do we spend on Drugs? 

13Source: 2018 National Health Expenditures from CMS. 

Hospital- 33%

Retail Drugs- 9%

Physician and Clinical- 20%

Nursing Home- 5%

Home Care- 3%

Dental- 4%

All Other- 26%
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Source: Pew  A Look at Drug Spending in the U.S. in Billions (Feb 2018)



@HealthValueHub HealthcareValueHub.org

Total Drug Spending 2017

15Source: IQVIA Institute, Medicine Use and Spending in the U.S.

Brand Name, 77%

Brand Name Generic, 10%

Unbranded Generic, 13%

Specialty- 46.5%

Traditional – 53.5%



We have a drug 
pricing problem, 
not a utilization 
problem



Category Cumulative Percent 
Change

Prescription Drug Prices 25%

Prescription Drug Utilization 3%
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Cumulative Change in Rx Spending Per 
Person, 2013-2017

SOURCE: HCCI, 2017 Health Care Cost and Utilization Report 



Term Definition

Average Manufacturer Price The average price paid to a drug manufacturer by wholesalers and 
retailers who buy direct from manufacturers. AMP is a benchmark 
created by Congress in 1990 in calculating Medicaid rebates and is not 
publicly available.

Average Wholesale Price The price paid by pharmacies to purchase drug products from 
wholesalers in the supply chain. 

List Price The price of a drug that is shown in a pharmacist’s computer.

Average Sales Price The average sales price is derived from manufacturers sales to all 
purchasers and includes practically all discounts, but is only available 
for Medicare Part B covered drugs.

18

What’s a Drug Price?

www.HealthcareValueHub.org/Glossary



19www.HealthcareValueHub.org/Drug-Spending/

Rx Pricing Along the Supply Chain
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Specialty Rx Share of Net Spending
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How are drug 
prices 
determined?





▪ 9 out of 10 pharmaceutical companies studied had sales and 

marketing costs that exceeded R&D expenditures 

▪ Taxpayers fund 25% of pharmaceutical R&D1

▪ Drug companies average profit margins 15-20% (2006 to 2015)
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R&D Doesn’t Drive Pricing

1 2017 Global R&D Funding Forecast: U.S. R&D Slow Growth and Opportunities. 



25
http:www.healthcarevaluehub.org/advocate-resources/drug-
spending///SOURCE: Dadaviz and GlobalData



Congressional investigation shows: 

▪ Price bears little relation to the cost of research and development.

▪ Instead, calibrated to be close to rivals and not deter doctors and 

insurers - a price that would maximize manufacturer’s revenue. 

▪ Pfizer wasn’t going to fund further clinical testing and other 

development costs if it couldn’t anticipate good financial returns 

from a resulting drug.

26Source: Wall Street Journal (Dec 9, 2015) #DrugPrices



▪ Generic drugs play an important 

role in disciplining drug prices and 

controlling rising drug costs.

▪ BUT US law gives every new drug a 

long-term monopoly that prohibits 

competition. 
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Many High Priced Drugs Face No Or Few 
Competitors

www.HealthcareValueHub.org/Drug-Spending/



http:www.healthcarevaluehub.org/advocate-resources/drug-
spending///
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Term Definition

Abuse of Orphan Drug Status Drug companies marketing medications used to treat common diseases as 
more expensive orphan drugs used to treat rare diseases. 

Market Exclusivity Exclusive marketing rights granted by the FDA upon approval of a drug; can 
run concurrently with a patent or not. Inhibits generic and biosimilar drug 
applications.

Product Hopping A strategy drug makers use to keep brand-name drug prices high by 
reformulating existing brand therapies in order to delay generic entry. 
Companies discontinue the old formulation of a drug whose patent 
expiration date has passed or is approaching in an attempt to force 
consumers to change to the drug’s new—and newly patented—
formulation

Patent Thickets Patent system abuse caused by drug companies using multiple patents to 
extend their monopolies.
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Barriers to Competition

www.HealthcareValueHub.org/Glossary
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▪ Use the chat box or to unmute, press *6

▪ Please do not put us on hold!
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Questions?

@HealthValueHub www.HealthcareValueHub.org



Tackling the 
Problem of High 
Drug Prices
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Who? Strategy Federal State

Health Plans; 
Medicare; 
PMBs

Lower Out-of-
Pocket Costs

• Cap Part D enrollee cost-sharing 
• Prohibit discrimination in formulary design

• Cap-the-copay
• Prohibit discrimination in formulary 

design

PBMs; 
Manufacturers

Price 
Transparency

• Ban pharmacist gag clauses • Rx price transparency/justification
• Rebate and pricing transparency
• Require PBMs to be licensed by the state 

Manufacturers Increase 
Competition

• Address FDA’s backlog 
• Amend the Orphan Drug Act  
• Prevent “Pay for Delay” tactics  
• Enforce Risk Evaluation and Mitigation Strategy 

(REMS) guidelines  
• Modify patent rules (address product hopping 

and patent thickets)  
• Accelerate biosimilar approval 
• Bayh-Dole Act (march-in rights)  

• Pay for delay restrictions (CA)  
• Volume purchasing/”Netflix” model  
• Importation  
• Manufacture own generic drugs! (CA) 

Manufacturers Price Setting • Medicare price negotiation  
• International reference pricing  

• Prescription drug oversight 
entity/affordability board  

• Anti-price gouging  
• Outcomes based pricing  

Strategies to Address Drug Prices



Caps the cost-sharing a covered person is required to pay for 

prescription insulin drugs at $100 per 30-day supply.

Directs AG to launch investigation into how prescription 

insulin prices are set and make recommendations

Insulin prices rose by 45 percent between 2014 and 2017, 

resulting in one in four type 1 diabetics reporting underusing 

their insulin due to the high cost.
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EXAMPLE: Colorado Insulin Copay Cap

http:www.healthcarevaluehub.org/advocate-resources/drug-
spending///



Solutions that 
Target Drug 
Manufacturers



Diabetes drug makers that raise their list price by a certain amount must disclose 
information about the costs of making and marketing the drugs, along with what rebates 
they provide.

More generally: 

▪ 26 bills introduced in 2018, five became law

▪ OR and CT require drug manufacturers to justify and disclose price increases over 
specified thresholds 

▪ Disparity between list prices and consumer cost-sharing 

38

EXAMPLE: Nevada Insulin Price 
Transparency Law 

www.HealthcareValueHub.org/Drug-Spending/



Looks at valuable drugs and determines at what cost they 

are “affordable”

▪ Studies pharmaceutical distribution and payment system

▪ Makes recommendations 

▪ Develops action plans based on recommendations (for example, 

imposing upper payment limits)
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EXAMPLE: Maryland’s Prescription Drug 
Affordability Board 

Source:  https://nashp.org/maryland-passes-nations-first-prescription-drug-affordability-board-legislation/

https://nashp.org/maryland-passes-nations-first-prescription-drug-affordability-board-legislation/
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Affordability Review Boards

nashp.org/rx-legislative-tracker-2019/

ME: Established 
Prescription Drug 
Affordability Board to 
determine annual 
spending targets for 
prescription drugs 
purchased by public 
payers. The board will 
also determine 
methods public payers 
can use to meet 
spending targets 
including: negotiating 
rebate amounts; 
changing formularies; 
and bulk purchasing. 

MD: Established Prescription Drug Affordability Board to study the 
pharmaceutical distribution and payment system, as well as policy 
options used by other states and countries to lower the list price of 
pharmaceuticals. The board may set upper payment limits if it finds 
that it is in the best interest of the state. 



▪ MD only state to pass legislation: struck down in court

Requires manufacturers to justify price increases to the 

Attorney General

Gives AG the ability to seek civil penalties and levy fines for 

“unconscionable” increases 
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Anti-Price Gouging

www.HealthcareValueHub.org/Drug-Spending/



Medicaid waiver approval to negotiate Medicaid drug prices 

based on how well the medications work for patients

Manufacturers required to provide supplemental rebates if 

drugs fail to meet performance standards

OK was the first state to receive federal approval of a value-

based prescription drug payment program

42

EXAMPLE: Michigan Outcomes-Based 
Drug Payments

http:www.healthcarevaluehub.org/advocate-resources/drug-
spending///



➢Volume Purchasing/Subscription (Netflix) – LA and WA for 

hepatitis C drugs 

➢Allow importation from Canada (FL, VT, ME, CO)

➢Encourage Federal Action!

43

Drug Manufacturers: Other State 
Strategies

www.HealthcareValueHub.org/Drug-Spending/ #DrugPrices

http://www.healthcarevaluehub.org/Drug-Spending/
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Drug Manufacturers: What Nearby States 
are Doing

MI: introduced 
legislation requiring 
drug manufacturers to 
justify price increases

MI: Medicaid waiver to 
use “outcomes based” 
contracts with 
manufacturers

IN: mandates interim 
study on issues 
consumers face related 
to Rx pricing

www.HealthcareValueHub.org/Drug-Spending/



▪ Encourage competition:

▪ Address FDA’s backlog and streamlining the generic application process

▪ Amend the Orphan Drug Act

▪ Prevent “Pay for Delay” tactics

▪ Enforce Risk Evaluation and Mitigation Strategy (REMS) guidelines

▪ Modify patent rules (address product hopping and patent thickets)

▪ Accelerate biosimilar approval 

▪ Medicare price negotiation

▪ Bayh-Dole Act (march-in rights)

▪ Reference Pricing

45

Drug Manufacturers: Key Federal Strategies

www.HealthcareValueHub.org/Drug-Spending/



Prior 1980 Bayh-Dole Act, the US government retained all 

patent rights resulting from research it had paid for.

Post 1980, patents on inventions developed with the use of 

government funds can be exclusively licensed to promote 

their commercialization, but the government retains the 

ability to “march in” if the patented technology is not made 

available to the public on reasonable terms.

46

March in Rights

http:www.healthcarevaluehub.org/advocate-resources/drug-
spending///



A “Reference Price” is set for select category of drugs – patient 
pays any difference between the drug the select and that 
reference price. 

▪ U.S. prices higher than price paid by UK (3.6x,) Japan (3.2x), Canada 
(4.1x)

▪ Private payer experience 2013: 14% Rx savings but patient costs up 5%

Differs from Tiered Formulary Design

Not a stand alone approach

47

Reference Pricing

http:www.healthcarevaluehub.org/advocate-resources/drug-
spending///
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We learned how drugs ARE 
priced. 
How SHOULD they be priced?



A. The “free market” always determines the “right” price

B. Price should reflect social benefit

C. Price should reflect cost to produce, plus reasonable profit, 

plus recoup costs for R&D

D. Consider affordability – price to maximize benefit to society

50

Various schools of thought on how drugs 
should be priced

www.HealthcareValueHub.org/Drug-Spending/
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Source: Steven Brill, “Bitter Pill: Why Medical Bills are Killing Us”, Time, March 4, 2013.

Source: Steven Brill, “Bitter Pill,” Time Magazine 2013



From Value Assessment to 
“Value-Based Price Benchmarks”

Step 1: Long-term cost-effectiveness
▪ Price at which the cost per quality-adjusted life year gained = $100,000-

$150,000

Step 2: Potential short-term budget impact
▪ 5-year potential uptake if “unmanaged”

▪ Annualized NET potential budget impact

▪ How much added cost should serve as an “alarm bell” for affordability?
▪ Cost contributing to health care costs > anticipated growth in GDP + 1%

▪ For 2015-2016:  $904 million per year for each new drug
Source: http://icer-review.org/wp-content/uploads/2016/02/Slides-on-value-framework-for-website-v4-13-16.pdf

52www.HealthcareValueHub.org/Drug-Spending/

http://icer-review.org/wp-content/uploads/2016/02/Slides-on-value-framework-for-website-v4-13-16.pdf
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From Value Assessment to
“Value-Based Price Benchmarks”

Price to Achieve

$100K/QALY

Price to Achieve

$150K/QALY

Max Price at 

Potential 

Budget Impact 

Threshold
PCSK9 Drugs 

List price $14,350 $5,404 $7,735 $2,177

Entresto

List price $4,560 $9,480 $14,472 $4,168

Source: http://icer-review.org/wp-content/uploads/2016/02/Slides-on-value-framework-for-website-v4-13-16.pdf 



▪ Use the chat box or to unmute, press *6

▪ Please do not put us on hold!
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Questions?

@HealthValueHub www.HealthcareValueHub.org



Solutions that 
Target PBMs



▪ Key players in the provision of 

prescription drugs: 

▪ negotiate contracts with pharmacies 

and drug manufacturers

▪ formulary design

▪ process prescription drug claims for 

payers

56

Pharmacy Benefit Managers (PBMs)

www.HealthcareValueHub.org/Drug-Spending/
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Term Definition

Price Spread Price difference between what a PBM pays a pharmacy for a 
prescription drug and what it charges the health plan sponsor. 

Rebate An incentive payment made by a drug manufacturer, to a drug 
wholesaler or other payer such as a PBM based on how much the 
entity increases the market share or actual “sales” of a drug.

Formulary Design List of drugs covered by insurance or PBM in a drug benefit plan. 
Products listed on a formulary are covered for reimbursement at 
varying levels.

Gag Clauses* Provisions in pharmacy contracts that bar pharmacists from telling 
patients when the cash price of a drug is less than the copay.

58

How PBMs Impact Price

*A 2018 Federal Law now prohibits most www.HealthcareValueHub.org/Glossary



▪ Rebate savings not passed onto consumers

▪ Spread pricing

▪ Formulary design

▪ Pharmacist gag clauses  (Medicaid)

▪ PBM consolidation

▪ Lack of fiduciary responsibility 

59

PBM Concerns

Opaque 
contracts! 
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▪ Require PBMs to be licensed by the state

▪ Prevent PBMs from charging plans/consumers more than 

what a pharmacy paid

▪ Require PBMs to report pricing and rebate information 

▪ Ensure pharmacists not gagged with respect to Medicaid

61

PBMs: Key State Strategies
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PBMs: What Nearby States are Doing

IN: interim study on 
regulation and practices 
of PBMs (passed Senate)

TN: requires PBMs to 
be licensed by the 
state

MI: requires PBM contracting 
with the state to use a 
transparent pass-through 
pricing model (passed House)

www.HealthcareValueHub.org/Drug-Spending/

PA: legislation to cap 
30-day supply for 
one specialty drug at 
$100



▪ Use the chat box or to unmute, press *6

▪ Please do not put us on hold!
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Questions?

@HealthValueHub www.HealthcareValueHub.org



What can advocates 
do? 



• Stephani Becker, Associate Director for Healthcare Justice at the 
Shriver Center on Poverty Law. Steering Committee member of 
Protect Our Care IL

• Work on health policy, data analysis, advocacy and trainings on a 
range of health care issues, including the Affordable Care Act (ACA) 
and access to public benefits.

• Fun fact – first time dog mom to Bernedoodle
puppy, Gus.



What is Protect Our Care—Illinois (POCIL)?
• POCIL is a statewide coalition of health care advocates, providers, 

consumers, and workers, joining together to prevent the repeal of the 
Affordable Care Act (ACA), prevent disastrous changes to Medicaid, 
and protect and expand access to quality affordable health care. We 
know the crusade to undermine the ACA is not over whether there is 
a repeal vote this week, next week, or next year, so Protect Our Care –
Illinois invites you to join Illinoisans across the state to defend access 
to quality affordable health care for all.





Prescription 
Drug 

Affordability 



The rising cost of medications is a Problem in 
Illinois. 
• 27% of Illinoisans could not fill a prescription they needed because it 

cost too much. 

• 94% of Illinoisans think this is an urgent problem and that the 
government should step in to help now to keep prices low. 

• Humira, a common medication for arthritis and Crohn’s disease:
• Cost in January 2012: $1,940

• Cost in December 2017: $4,338



Ways POCIL is fighting to reduce prescription 
drug costs:
• Working toward the creation of a new Prescription Drug Affordability 

Board (PDAB) to determine how best to make prescription drugs 
more affordable for all Illinoisans, including by:
• Examining the entire drug supply chain, including the role of drug 

manufacturers and Pharmacy Benefits Managers;

• Establishing payment limits for expensive drugs that create significant 
affordability problems for Illinoisans. 

• POCIL recently worked to successfully pass SB 667, which caps the 
amount Illinoisans must pay for insulin each month. Governor Pritzker 
signed this bill into law on Jan 24, 2020. 

http://www.ilga.gov/legislation/BillStatus.asp?GA=101&DocTypeID=SB&DocNum=667&GAID=15&SessionID=108&LegID=116604


Consumer Healthcare Experience Illinois State 
Survey
• Altarum’s Consumer Healthcare Experience State Survey (CHESS) is 

designed to provide reliable, state-level estimates that convey 
respondents’ unbiased views on a wide range of health system issues 
such as: affordability, costs and insurance coverage, and attitudes 
towards policy change and personal actions.

• Illinois Release date – February 24th. Stay tuned!



How can you help in the fight to protect 
health care for Illinoisans? 

• Sign on to support our Prescription Drug Affordability Campaign here.

• Sign up for Phone2Action to receive instructions when it is time to 
act: TEXT POCIL to 40649. 

• Email info@protectilcare.org to be added to our listserve! 

• Follow us on social media: 
• @ProtectOurCareIL – FB 

• @protectilcare –Twitter

https://forms.gle/yfzTbUWgWJMpomdX8
mailto:info@protectilcare.org


▪ Use the chat box or to unmute, press *6

▪ Please do not put us on hold!
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Questions?

@HealthValueHub www.HealthcareValueHub.org



Just a phone call or email away

The Hub is here to help!

Monthly Research Roundup e-newsletter; 

 Alerts on state news and healthcare value topics;

Free monthly webinars on timely topics

A product type for every user

You can sign up for our resources here: 

HealthcareValueHub.org/contact/stay-connected

@HealthValueHubHealthcareValueHub.org

Infographics

Glossaries
Easy Explainers

Research Briefs



Toolkit for 
State Action

What’s the problem? 

High Drug Prices

What drives these 
COSTS? SURVEYS:

What do state 
residents say about 

this issue?

What are other 
STATES doing on 
this topic?

What does the 
EVIDENCE say about the 

strategies?

Infographics
and 
talking 
points 
lead 
to action

ALERTS on this topic delivered to your inbox

www.HealthcareValueHub.org/Drug-Spending/
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Great Resources From Other Orgs

Legislative tracker: 2020 State 
Legislation Action to Lower 
Pharmaceutical Costs 

Addressing Out of Control Prescription 
Drug Prices: Federal and State 
Strategies (May 2018)



Contact Lynn at Lynn.Quincy@Altarum.org or any member of the Hub 

team with follow-up questions. 

Visit us at HealthcareValueHub.org and Altarum.org

Final Questions? 

Sign up to be notified about upcoming events, new 
publications, state news or Research Roundup at:
www.healthcarevaluehub.org/contact/stay-connected/

@HealthValueHub

mailto:Lynn.Quincy@Altarum.org

