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What is a QALY Exactly?



QALYs discriminate against people with 
disabilities by placing a lower value on their lives

0 .1 .2 .3 .4 .6 .7 .8 .9 1.5

Perfect 
HealthDeath

Person with Cancer Person with Rheumatoid 
Arthritis

Person with Diabetes

What’s the value of your life?



QALYs as a Means of Measuring Health 
Quality

• Measure of disease or disability burden and treatment efficacy 
in mitigating it;

• 1 QALY = 1 year in ’perfect health’,

• 0 QALY = Death

• 0< x > 1 = Disabled or sick life









Peter Singer on “Why We Must Ration Health Care”

• “Disability advocates might argue that such judgments, made by people without 
disabilities, merely reflect the ignorance and prejudice of people without 
disabilities when they think about people with disabilities.”

• “We should, they will very reasonably say, ask quadriplegics themselves to 
evaluate life with quadriplegia. If we do that, and we find that quadriplegics 
would not give up even one year of life as a quadriplegic in order to have their 
disability cured, then the QALY method does not justify giving preference to 
procedures that extend the lives of people without disabilities over procedures 
that extend the lives of people with disabilities.”



Peter Singer on “Why We Must Ration Health Care”

• “This method of preserving our belief that everyone has an 
equal right to life is, however, a double-edged sword. If life 
with quadriplegia is as good as life without it, there is no 
health benefit to be gained by curing it.”

• Essentially, QALYs force a choice between access to 
specialized medical treatment and non-discrimination in 
health care.



Challenges with QALY Model

• Under population survey models, the non-disabled population may systematically 
overestimate the burden of life with disability. 
– Research suggests a majority of American public says they would rather have HIV than be 

blind (Scott, 2016).

• Common QALY measure (EuroQol-5D) rates inflammatory arthritis as “worse than 
death” (Harrison, 2009).
– Significant variation between TTO and VAS quality of life assessments reported under 

EuroQol-5D

• Under models where PWD self-report QoL, well supported people with disabilities who 
report relatively high levels of quality of life due to access to adequate support may find it 
very hard to demonstrate sufficient gains in QoL due to treatment efficacy.



QALYs and evLYGs





Why the evLYG Doesn’t Fix the Problem

• The evLYG partially mitigates the life-extension problem – if insurers use 
it.

• But it still offers payers a means of refusing access to an effective and 
beneficial drug

• The evLYG doesn’t address the undervaluing of quality of life improvements 
or ignoring clinical knowledge. 

• QALY-based systems are less effective than condition-specific means of 
assessment 



ICER Analysis for Spinraza



ICER Analysis for Spinraza



Disability weights create arbitrary standards for 
measuring quality of life improvements
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Hamilton Depression Rating Scale



QALYs ignore differences in patient needs and 
preferences because they are based on averages

AverageSophia, 16-year-old 
aspiring teacher 

Jeffery, marathon runner 
and father of 4 

Michael, history 
professor and traveler 

Kiara, planning to 
start a family this year

Paul, beginning his 
senior year of college



Different People Respond Differently 
to the Same Drugs



For many conditions, such disparities 
are reflected in clinical knowledge –

but not yet in research literature



Limitations of QALY-Based Cost 
Effectiveness Analysis

26

QALYs are acknowledged by 
experts to discriminate against 
people with disabilities by placing 
a lower value on their lives

QALYs devalue the full range of 
benefits and costs that matter to 
patients through simplified 
“disability weight” systems

QALYs ignore important 
variability in patients’ individual 
needs and preferences because 
they are developed using 
population averages



Value Our Health

• PIPC and many of its partners have spent significant 
effort identifying how patients and people with disabilities 
view value

• Response is Value Our Health! 
– Consensus-driven principles for value assessment supported by 

organizations



Principles for Value Assessment

• Acknowledge diversity and differences among patients and people with 
disabilities

• Should not be misused by payers and policymakers to limit patient access 
• Developed using transparent processes and methods
• Meaningfully engage with patient and provider organizations
• Rely on a range of sound, patient-centered sources of evidence
• Address costs and benefits that matter to the patient
• Produce evidence on the value of treatments based on patient-centered 

outcomes



Key Flaws in ICER’s Approach
 Reliance on Discriminatory Methods 

 QALYs and similar one-size-fits-all summary metrics
 Failure to Meaningfully Engage Expert Stakeholders  

 Left out of the deliberation and voting process
 Failure to Consider Outcomes that Matter to Patients and People with Disabilities

 Payers’ perspectives over patients’ needs
 Premature Assessments

 Early assumptions, oversimplified models, and incomplete data
 Lack of Transparency to Patients and People with Disabilities

 Black box of assumptions and limitations

38 patient and disability groups sent comment letter to ICER on June 10



Lack of Meaningful Patient Engagement in 
Development of ICER Studies

Despite ICER acknowledging a majority of comments, only 27 percent were incorporated into final reports.

Comments from patient advocates were half as likely to be incorporated compared to other stakeholder groups.

33.2%

15.9%
32.6% 27.2%

Industry Patient advocates Professional/provider societies Overall

Percentage of Stakeholder Comments Incorporated Into ICER Final 
Evidence Reports

All comments: Industry, N=208; patient advocates, N=157; professional/provider societies, N=95

Research supported by Xcenda



Patient advocates most frequently commented on adequacy of 
existing evidence, patient perspective, and transparency.

Research supported by Xcenda

“Lack of long-term data should not justify undervaluing new migraine therapies. We are concerned that a premature assessment based on 
inadequate evidence could result in delayed treatment access for migraine patients who have already waited years for a viable therapy.”

-Headache and Migraine Policy Forum1

“Patients must have a meaningful role in the discussion of value given that they are directly impacted by a report that seeks to define the 
effectiveness and value of their treatment options. Therefore, accounting for how patients define the value of their treatment options should be 

critical to ICER’s analysis.”
-Aimed Alliance2

“[We] respect the proprietary nature of the effort; however, the lack of transparency calls into question its validity… Furthermore, there needs 
to be transparency about the expert clinicians who are advising on the real-world use of the therapies, the model inputs, and how the model 

will be used.”
-LUNGevity Foundation3

Adequacy of Existing Evidence

Patient Perspective

Transparency

1.  ICER. Migraine: Public Comment. https://icer-review.org/material/cgrp-response-to-comments/
2.  ICER. Osteoporosis: public comments. https://icer-review.org/material/osteo-draft-report-comment/
3.  ICER. Non-small cell lung cancer: public comments. https://icer-review.org/material/nsclc-public-comments. 

https://icer-review.org/material/cgrp-response-to-comments/
https://icer-review.org/material/osteo-draft-report-comment/
https://icer-review.org/material/nsclc-public-comments


QALYs Have Historically Been Rejected by 
Policymakers

 The ACA explicitly prohibits PCORI from using the cost-per-QALY to 
determine effectiveness, and further restricts use in Medicare to 
determine coverage, reimbursement, or incentive programs.

 In 1992, HHS rejected Oregon’s prioritized list of covered services for 
Medicaid citing the potential for violating the ADA due to use of QALYs 
and cost effectiveness.



Oregon Health Plan

“Oregon's plan in substantial part values the life of a person with a disability less 
than the life of a person without a disability. This premise is discriminatory and 
inconsistent with the Americans with Disabilities Act.

Given the outpouring of comments received by this department and the White 
House on this issue, I am confident in saying Oregon would have been sued if we 
had approved the waiver, preventing Oregon from implementing the plan for years. 
Accordingly, we requested revision of the proposal to remove factors impermissible 
under the Americans with Disabilities Act.” 

– Louis Sullivan, HHS Secretary, Letter in the New 
York Times, Aug 13, 1992



Why do QALYs Matter? 
Medicaid Access to Care!

A significant number of patients in five disease areas would 
lose access to treatments they are currently on, which their 
doctors deemed best for them, if Medicaid began utilizing an 
ICER-based formulary. 

 Between 42% and 99% of patients across five disease areas 
would be required to switch treatments if Medicaid used 
ICER’s judgement to determine patient access.

 Essentially all Medicaid patients with MS would be forced 
to switch treatments, since ICER has deemed only one 
medication “high value” for MS, and it accounts for only 
.04% of prescriptions. 

 87% of Rheumatoid Arthritis prescriptions would change if 
Medicaid used an ICER-based formulary. 



Why do QALYs Matter? 
Medicare Part B Access to Care!

More than half of Medicare Part B beneficiaries in the selected 
disease areas would lose access to needed care if ICER’s 
judgments were used as a government value standard.

 Between 55% and 62% of patients across four disease areas 
would be required to switch treatments if Medicare used 
ICER’s judgement to determine patient access in Medicare 
Part B.

 The switch would most impact MS patients most 
significantly – nearly 93% of patients would lose access to 
the treatment their physician prescribed. 



Implications for Veterans and Military
• In 2017, ICER announced a partnership with the VA “to integrate ICER reports into 

the VA formulary management process of evaluating the comparative clinical 
effectiveness and value of drugs.”
– Over 40 organizations signed a letter expressing concern to the VA 

• In a recent review, PIPC found that ICER evaluated 54 drugs at low-intermediate 
value and 42 of them are not covered on the national VA formulary

• DOD is now implementing Section 702 of the FY 2018 NDAA which seeks to “pay for 
value” by allowing drugs to be excluded from the formulary that “provides very little 
or no clinical effectiveness to covered beneficiaries and the Department under the 
program.”
– It is not clear who defines “clinical effectiveness” and “value” for DOD



Experience in Other Countries

Worse Outcomes
For breast, colon, lung and 

prostate cancers, 5-year 
survival rates are higher in 
U.S. than those in Canada, 

France, Germany, Italy, 
Japan and the U.K.

Slower Access
U.S. patients have access to 
cancer medicines on average 
2 years earlier than patients 
in other developed countries

Fewer Options
Almost 80% of cancer medicines 
reviewed by U.K. health officials 
between 2007 and 2014 had some 

form of access restriction.

See www.pipcpatients.org/access to learn more about other countries.

http://www.pipcpatients.org/access


Developments in States
• New York: Passed legislation allowing for use of “value” assessments to determine 

supplemental rebates, also allowing for drugs with multiple in a class to be excluded from 
formularies. This year’s budget gave more explicit authority to use a third party like ICER to 
determine that “target” price.
– Letter signed by over 40 groups opposing provision in budget

• Massachusetts: Proposed policies modeled on New York reference “value”
– Disability groups actively opposing and calling for a ban on use of QALYs

• California: The Legislative Analyst Office has provided recommendations to consider the 
New York model.

• Other states are also considering similar policies referencing third party value assessments to 
determine reimbursement and coverage

Buzzwords: “value”, “cost effectiveness”, “third parties”, “based on ‘evidence-based research’”



A Better Way Forward: Partner with 
Patients 

• Use patient-centered and transparent methods when utilizing evidence in making coverage 
decisions that impact patients’ access to medicines
– National Health Council’s Patient Centered Value Model Rubric

• Do not depend on a single measure of value to determine coverage and care decisions and 
instead rely on a range of evidence developed using patient-centered methods
– Center for Patient-Driven Value Assessment (PAVE)

– Innovation and Value Initiative (IVI)

– Multi-Criteria Decision Analysis (MCDA)

• Commit to full transparency around decision making that impacts patient access
– Advance value-based benefit design that encourages clinically-appropriate treatment and 

adequately considers patient needs as recommended by clinicians.



Value Our Health

www.valueourhealth.org
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Value Our Health
Capitol Hill Briefing

June 20, 2019

Elizabeth F. Franklin, LGSW, ACSW
Executive Director, Cancer Policy Institute
Cancer Support Community Headquarters
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• Exploration of patient awareness, understanding, and 
perspectives on the quality-adjusted life year

• Cross Sectional
• Mixed Methods 
• Measures: 

– Sociodemographic and health characteristics 
– Health literacy measures

• Brief Questions to Identify Patients with Inadequate Health Literacy 
• Cancer Health Literacy Test 6 (CHLT-6)

– Perspectives on QALY 
– Open-ended qualitative items
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Participant Sociodemographic and Health Characteristics 

Sex
Male
Female

17.3%
82.7%

Annual Household Income
Less than $20,000
$20,000 to $59,999
$60,000 to $99,999
$100,000 or more

15.8%
35.2%
26.3%
22.7%

Race
White
Nonwhite

87.7%
12.3%

Worked in Health Care
Yes
No

38.2%
61.8%

Hispanic Ethnicity
Hispanic
Non-Hispanic

4.1%
95.9%

Most Common Cancers
Breast
Leukemia
Lung
Melanoma 

44.2%
7.1%
6.2%
5.2%

Age
18-24 years
45-59 years
60-74 years
75 years or older

6.4%
37.4%
50.0%

6.3%

Highest Education Level
HS/GED or less
Some college
Bachelor’s Degree
Graduate Degree 

16.2%
28.9%
28.2%
26.7%
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Data Analysis 

• Descriptive statistics
• Chi-square test of differences
• Independent samples t-test 
• Logistic regression
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Health Literacy 
• Almost 40% of participants 

had worked in some health 
care setting. 

• Most scored high on Brief 
Questions (mean score of 
9.9 out of possible 13, SD = 
2.1)

• Most scored high on CHLT-6 
(90% correct on all 
questions)

Results indicated a 
participant 

population with the 
potential to 

understand complex 
health and cancer 
care topics such as 

the QALY
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Patient Awareness of QALY

Participants that had heard of 
the QALY were:
• Significantly more likely to 

have worked in health care
x² [1] = 8.34, P = .004

• Greater levels of overall 
health literacy 
t (668) = 5.77, P < .001

No
93%

Yes
7%
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Patient Understanding of QALY
After reading a brief explanation of the QALY, 
participants were asked if they understood the 
concept. Participants who were more 

likely to report understanding of 
the QALY:
• Bachelor’s degree or higher

x² [1] = 14.58, P < .001

• Annual household incomes over 
$100,000

x² [1] = 10.59, P = .001

• Greater levels of health literacy

t [580] = 4.64, P < .001

No
81%

Yes
19%



CancerSupportCommunity.org 48CancerSupportCommunity.org

Patient Perspectives on the QALY
After reading an explanation of the QALY, participants 
were asked if they did or did not believe that the QALY 
was a good way to measure value in health care. 

Do Not 
Believe/Unsure

76%

Believe 
24%

Participants who did not 
believe/were unsure if the QALY 
was a good measure of value were:
• Women (78%) vs. Men (65%)
• Incomes less than $100,000

x² [1] = 5.17, P = 0.23

Participants who did believe the 
QALY was a good measure of value:
• Higher health literacy levels

t [582] = 2.49, P = .013  
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Patient Thoughts on the QALY

• Three Major Themes
– Opinions on QALY
– Measuring Value
– Value in Health Care and Decision Making 
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Opinions on the QALY

“I am afraid that 
if the QALY is 

used to 
determine 

treatment, some 
patients will not 

be given 
treatments that 
may help them.”

• 59 of participants expressed 
specific opinions on the 
QALY

• 85% of those opinions were 
negative

• 15% positive comments 
included those who thought 
it could be a useful tool in 
health care decision making 
or cost control.
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Measuring Value
• Over half of the 

participants 
discussed the 
measurement of 
value in health

• 3 subthemes: 
– Concerns over 

quantitative scoring
– The multifaceted 

nature of value
– Imperfect 

measurement 

“A measure like QALY 
cannot be applied in the 
same way to people of 
varying circumstances.”

“Ethically inappropriate”

“Immoral”
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Value in Health Care and Decision Making
• 126 participants 

mentioned the 
relationship between 
value in health care 
and decision making.

• 3 subthemes: 
– Patient autonomy
– Concern about 

external decision 
makers

– Cost

“I feel the decision for how 
long you live and how you 

are willing to live should be 
decided by the 

patient…Many patients 
would not want to live 

longer if they felt that had 
no quality of life and other 
would like to live as long as 
possible regardless of the 
quality of life they have…”
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Conclusion
• Awareness and understanding of the QALY is 

limited among cancer patients and survivors. 
• Although some patients and survivors believe 

that the QALY could potentially be helpful in 
personal health care decision making, there is 
concern regarding how the QALY could be 
used by payers, policymakers, and other 
decision makers in determining access to care. 
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Elizabeth Franklin
Executive Director, Cancer Policy Institute
Cancer Support Community Headquarters
efranklin@cancersupportcommunity.org

Franklin, E. F., Nichols, H. M., Charap. E., Buzaglo, J. S., Zaleta, A. K., & House, L. (2018). Perspectives of 
patients with cancer on the quality-adjusted life year as a measure of value in healthcare. Value in 
Health, 22(4), pp. 474-481.
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