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Insulin and Other Prescription Drug Copay Caps: Helpful Solution or 
Playing Right Into the Hands of the Pharmaceutical Industry?
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More than 90% of voters 
consistently report wanting 

to see the government 
negotiate lower drug prices 

at the federal level.

High Drug Prices Are a Top Concern for America’s Families
High drug prices are a top concern for voters across the political spectrum and in all 
regions of the country. The support from America’s voters is not misplaced, as high 
and rising drug prices leave nearly one in three adults not taking their medicines as 
prescribed due to the cost. Some patients even report cutting their pills in half or 
skipping doses in order to afford treatment and other necessities.1 

While prescription drug prices are high to begin with, 
drug companies actually make most of their revenue 
by increasing prices on drugs that are already on the 
market. At the beginning of 2020, drug manufactures 
announced price increases that averaged triple the 
rate of inflation for more than 500 drugs.2 Those price 
increases affect not just patients who take the drugs 
– they affect all consumers through the resulting 
premium increases. Prescription drug costs account 
for more than 23% of health insurance premiums.3 

Drug makers are routinely one of the most powerful 
interest groups in the United States, spending more 
than $165 million in 2019 to lobby Congress and 
nearly $20 million in the 2018 elections.4 Large drug 
companies secured more than $1 trillion in profits from 
2011-2019 and are projected to earn more than $2 
trillion in the coming decade.5

Public support for lower drug prices is overwhelming. 
More than 90% of voters consistently report wanting 
to see the government negotiate lower drug prices 
at the federal level,6 and similar levels of support 
exist for action at the state level.7 For voters, this is 
a pocketbook issue, and that fact leaves many state 
lawmakers looking for solutions that affect the out-of-
pocket costs for prescription drugs. 

Although controlling out-of-pocket costs is very 
helpful for some patients, this brief explores the 
weaknesses of implementing standalone out-
of-pocket caps at the state level. It also lays out 
recommendations for addressing prescription drug 
affordability more broadly. 
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Potential Pitfalls in the Copay Cap 
Approach for Consumers Who Need 
Relief
Copay caps are a pro-consumer reform. There is no 
doubt that for a subset of consumers, a copay cap 
means important relief from burdensome out-of-pocket 
costs. In recent years, many state lawmakers passed 
or introduced legislation to cap prescription drug 
copays, particularly for insulin and diabetes products.12 
The increased rates of hospitalization and mortality 
from complications with diabetes in the last decade, 
brought on by a twofold increase in insulin prices, has 
spurred a national focus on diabetes in the drug pricing 
conversation. Patient organizing efforts have also 
increased the attention and discourse paid to insulin 
and diabetes treatments.13 

However, legislators aiming to help solve insulin 
access in their states inadvertently could be playing 
right into the hands of the pharmaceutical lobby if 
they don’t also connect copay caps to meaningful 

The Truth About Insulin

Insulin was developed with publicly funded research in 1922 at the University of Toronto. 
It was then licensed for commercial production for only $1.8

Now, just three companies control the vast majority of the insulin market, and they 
regularly raise prices in lock step.9 Annual costs per patient for insulin nearly doubled 
from 2012 to 2016.10 

In recent years, more and more Americans have lost their lives while rationing their 
insulin due to its cost.11

reforms to stop pricing abuses. Moreover, copay cap 
policies also can leave important segments of their 
constituents unprotected. 

Quieting Consumer Outrage by Shifting Costs 
to Premiums, Leaving Businesses, Families, 
And Taxpayers to Pay More and More Over Time

Pharmaceutical costs, like other covered health care 
costs, are paid through a combination of annual health 
insurance premiums across an insured population 
as well as the individual out-of-pocket requirements 
for each insured person. The number one driver of 
public outrage around prescription drug costs has 
been the experience consumers have when they go to 
their pharmacy and are presented with a sudden and 
often unexplainable increase in their out-of-pocket 
costs for drugs. While copay caps are pro-consumer, 
by themselves, these policies do nothing to take on 
abusive increases in drug prices, and they prevent 
consumers from understanding price increases 
firsthand at the point of sale. 
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Thus, by simply enacting a copay cap, legislators are 
blinding consumers to the increases in their drug 
prices and, as a result, inappropriately quieting their 
outrage. Drug companies then have the ability to 
continue to raise drug prices — or even accelerate 
increases — without the public’s awareness. In fact, 
state advocates that we work with on drug pricing 
report that lobbyists for the pharmaceutical industry 
are arguing that lawmakers that have passed copay 
laws have no need to address drug pricing further.  

In the end, shifting costs to health insurance plans 
by implementing a copay cap may result in everyone 
paying more for their health care, including insured 
individuals who don’t even take drugs, because they 
are part of an insured group that pays premiums. 

Copay Caps Will Help Only a Limited Number 
of People in your State

State-based copay caps will help limit copays for 
only a subset of individuals in the state. Nationally, 
nearly 50% of a state’s residents are covered by 
employer-sponsored health care, while Medicare 
covers 14%, Medicaid covers 20%, 1% are covered 
by military health care, and 9% are uninsured. This 
breakdown is more or less representative throughout 
the states, with major differences in those states that 
have expanded Medicaid compared to those that 
have not.14 None of these individuals — people with 

employer-sponsored insurance, Medicaid, Medicare, 
military health care, or the uninsured — benefit 
from state-based copay cap laws. This is because 
federal regulations pre-empt state law for employer-
sponsored plans. People with Medicaid and military 
plans already have caps on co-insurance. 

Copay Caps Do Not Help the Uninsured

With any copay cap, uninsured consumers pay the full 
price charged for medications. Stories have emerged 
from all over the United States about the impact of 
pharmaceutical cost increases on the uninsured. For 
example, there are stories of young people rationing 
insulin while uninsured between jobs after they turned 
26 and aged off their parents’ insurance.15 These 
tragic stories, tied with the increases in cases for 
diabetic ketoacidosis in emergency rooms, point to 
the very real health consequences that face uninsured 
Americans with chronic conditions.16 

State Lawmakers Should Think More 
Boldly About Prescription Drug 
Affordability
There is no doubt that for a subset of consumers who 
are purchasing insurance through state-regulated 
plans on the health care exchange and who face high 
cost sharing for prescriptions, a copay cap means 
relief from burdensome out-of-pocket costs. However, 

Legislators aiming to help solve insulin access in their states 
inadvertently could be playing right into the hands of the 

pharmaceutical lobby if they don’t also connect copay caps to 
meaningful reforms to stop pricing abuses.
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as described above, without tying such laws to real 
efforts to rein in drug prices, lawmakers actually could 
accelerate drug pricing abuses, increase premiums, 
and, as a result, threaten the stability of private 
insurance coverage for all families. 

Policymakers have a number of options to ensure a 
more comprehensive approach to rein in prescription 
drug prices. The following policies could be combined 
with copay cap efforts. 

Establish Rate Setting to Ensure Prescription 
Drug Affordability 

In 2019, Maine and Maryland both established 
prescription drug affordability boards to assess 
prescription drug costs and affordability at the state, 
plan, and individual level and review options to bring 
savings to residents.  
 
These policies are strongest when they: 

	» Establish clear price thresholds for review, 

	» Set an upper payment limit to guide all 
transactions made within the state, and 

	» Ensure that governing bodies are free of 
conflicts of interest. 

For more information on this approach, see our brief, 
Addressing the Prescription Drug Affordability Crisis: 
A Golden Opportunity for State Lawmakers.17 

Fine Drugmakers For Price Gouging 

After a prescription drug comes to market, prescription 
drug manufacturers often increase the price year after 
year. To limit annual price increases, states can enact 
legislation that fines drugmakers for price increases 
that exceed a set threshold. A Tax on Drug Price 
Increases Can Offset Costs18 from The Pew Charitable 
Trusts provides information about how this could work 
at the state level. In Illinois, proposed H.B. 28805 
(2019) took this approach to curbing excess price 
increases.

Build a Package of Legislation to Help People 
Afford Insulin and Diabetes Supplies 

Because the price of insulin is so egregiously high, and 
the case can be made both politically and morally for 
action to make sure insulin is accessible for all those 
who need it, lawmakers may be drawn to addressing 
this particular problem. In that case, lawmakers should 
not fall into the pharmaceutical companies’ trap and 
simply address insulin copays. Such efforts should 
be tied to the policies described above that address 
pricing abuses. 

In addition, we suggest the following policies to help 
prevent deaths and health risks associated with insulin 
access:

	» Passing emergency insulin refill legislation would 
allow patients to get an emergency supply of 
insulin without a prescription. This legislation 
makes it possible for patients to get the supplies 

...Without tying [copay cap] laws to real efforts to rein in drug 
prices, lawmakers actually could accelerate drug pricing abuses, 

increase premiums, and, as a result, threaten the stability of 
private insurance coverage for all families.
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they need without having to wait to get in touch 
with a prescribing physician. A number of states 
passed this legislation following the death of Ohio 
resident Kevin Houdeshell in 2014, when he was 
unable to fill an insulin prescription over the New 
Year’s Day holiday.19 

	» Establishing a state-run insulin assistance 
program for low-income individuals to receive 
insulin with a nominal copay. To cover the costs of 
the assistance program, the proposal, as written in 
Minnesota House Bill 485, would require a small 
assessment on pharmaceutical manufacturers.20

	» Requiring transparency from manufacturers and 
other segments of the pharmaceutical supply 
chain. Many states have passed legislation 
on prescription drug pricing transparency and 
reporting, and each of those laws provides more 
insight for state lawmakers about what to do 
next. Nevada is the first state to have done this 
specifically for diabetes drugs.21 

Conclusion 
The intention behind copay caps is indeed in the right 
place: to provide consumers with as much protection as 
possible from high and rising drug prices. However, as a 
standalone policy, these approaches have the potential 
to allow drug companies to accelerate their efforts to 
unfairly and abusively raise drug prices, thereby adding 
more costs to other parts of the system. A standalone 
policy on copay caps also leaves a significant 
proportion of state residents without relief from high 
drug prices. By combining copay caps with reforms that 
rein in drug costs, statehouses can provide immediate 
relief for patients and ensure longer-term solutions to 
address abusive drug prices.
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