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Talking points

The high cost of cancer 
care, other cancer-

related expenses and 
employment disruption 

can lead to financial 
hardship

1
NCI priorities for 

research to address 
cancer-related financial 

hardship

2
Ongoing research to 
identify and address 
financial concerns 

among cancer patients 
and their families

3
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Economic well being of households in the United States

Source: Bankrate survey, May 19-22, 2023

 How households would pay for a $1,000 surprise expense.
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 Money in emergency savings (e.g., money readily available in a checking 
account, savings account, or money market)

No emergency 
savings, 22%

Some, but less 
than would cover 

3 months' 
expenses, 30%3-5 months' 

expenses, 18%

Enough to cover 
6 months' 

expenses or 
more , 30%

Source: Bankrate survey, May 19-22, 2023

Economic well being of households in the United States
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Leave 
benefit

Lowest 10 
percent

Lowest 25 
percent

Second 25 
percent

Third 25 
percent

Highest 25 
percent

Highest 10 
percent

Family 6% 14% 26% 30% 41% 48%
Holidays 46% 60% 84% 90% 85% 86%
Personal 15% 26% 49% 56% 67% 67%
Sick 40% 58% 84% 88% 95% 96%
Vacation 43% 55% 83% 90% 82% 84%

Percentage of civilian workers with access to paid leave by 
income strata

https://www.bls.gov/charts/employee-benefits/percent-access-paid-leave-by-wage.htm
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Conceptual framework for thinking about the 
financial burden of cancer

Altice CK, et al. J Natl Cancer Inst. 2017 Feb; 109(2): djw205.

• Material conditions: OOP costs for 
medical care and other cancer-related 
expenses, lost wages.

• Psychological response: distress and 
poor quality of life.

• Coping behaviors: delaying or 
forgoing recommended medical care 
to save money.

>50% of working age survivors report at 
least 1 material, psychological or behavioral 

domain of financial hardship
(Cancer Epidemiol Biomarkers Prev (2020) 29 (2): 308–317.) 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6075571/
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Conceptual framework for thinking about the financial 
burden of cancer

Financial 
hardship

Insurance 
premiums & 
deductibles

co-
payments 

co-
insurance

Wigs, 
special 

clothing, 
supplies

Trans-
portation 

and lodging

Home 
mainten-

ance

Lost 
wages

Annual patient out-of- 
pocket costs among those 
<2 years from diagnosis 
were $1,560 for adults 

aged <65 and $1,854 for 
adults aged 65+ (J Natl Cancer 

Inst, Volume 113, Issue 12, December 2021, 
Pages 1670–1682) 

Patient travel expenses for 
each cycle of outpatient 

treatment have been 
estimated as $40-$100(J Clin 

Oncol. 2013;31(31_suppl):270.)

Over 41% of cancer 
survivors report making 
employment changes 

such as taking extended 
time off, making schedule 
changes or switching to a 
less demanding job (J Natl 

Cancer Inst. 2020;113(5):641-4.)

Annual patient time 
costs among those <2 
years from diagnosis 

were $1,229 for adults 
aged <65 and $1,623 for 
adults aged 65+ (J Natl Cancer 

Inst, Volume 113, Issue 12, December 2021, 
Pages 1670–1682) 
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Risk factors for financial hardship

Demographic
Younger age groups

Lower socioeconomic status
Rural residence

Minority race/ethnicity
Assets/debt

Health insurance 
Less than age 65 with public 

insurance 
Uninsured 

High cost-sharing

Employment
Wage-earner status

Lack of employer 
accommodations

Employment disruption due to 
cancer

Clinical
Advanced disease

Greater treatment intensity and 
duration

Yabroff KR, et al. J Clin Oncol. 2020 Feb 1; 38(4): 292–301.

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6994250/
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Cancer health economics research at the 
National Cancer Institute

Strategic 
planning

Data 
development

Funding

• Convening relevant 
stakeholders

• Scientific priority setting

• Grants
• Cooperative agreements
• Administrative 

supplements

• National surveys
• Data linkages
• Clearinghouse
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Priority areas to address cancer-related financial hardship

Identify patients at risk for 
cancer-related finanical 

hardship

Develop and test 
sustainable models of 

financial navigation

Integrate financial 
hardship screening and 

service delivery into care
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Need for financial hardship screening

 Out-of-pocket costs for treatment are high due to the cost of cancer 
care and insurance cost-sharing requirements.

 Many patients with financial need are currently not being identified.
 Patients are reluctant to ask for help when they need it.

 Oncologists are reluctant to discuss financial issues with patients.

 Screening normalizes discussions about financial concerns and 
removes the burden for patients initiate a conversation. 

 Screening is the first step towards linking patients to available 
resources.
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Availability of screening programs in cancer care delivery

 Studies describing the availability of financial hardship screening 
find that most practices have some level of screening.  
 72% of NCI’s Community Oncology Research Program practices (Cancer 

Epidemiol Biomarkers Prev. 2021 Apr; 30(4): 669–675)

 75% National Comprehensive Cancer Network (NCCN) centers (J Natl 
Compr Canc Netw. 2020 Jul;18(7):825-831)

 95% of NCI-designated cancer centers (unpublished data). 

 Outstanding research questions
 What is the best way to screen patients for financial hardship?

 What patients are falling through the cracks?

 What is needed to integrate screening and subsequent referral into 
clinical workflows?
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Financial navigation definition and goals
 Financial navigation focuses on treating and preventing financial 

toxicity by guiding patients through the healthcare system to help them 
gain access to care by reducing financial barriers. (adapted from the Patient Access 
Network Foundation)

 Goals of financial navigation (Association of Community Cancer Centers)

 Help patients understand insurance benefits, financial liability for care 
and available resources.

 Help patients make insurance coverage decisions that align with their 
goals.

 Increase patient adherence to treatment by removing barriers to care.

 Improve access to care and ensure equitable care.
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Current landscape of financial navigation

 Integrated delivery: Screening and service delivery are conducted on-site.  
Activities need to be integrated into clinical workflow.  Potential to efficiently 
identify patients in need and tailor treatment plans where appropriate.

 Remote delivery: Financial navigation provided by third-party organizations. 
Can decrease the administrative burden to cancer centers and serve as a 
venue for patients to seek assistance from an organization not involved with 
medical billing.

 Tech and app solutions: Patient-facing apps can facilitate identification of 
financial assistance resources and out-of-pocket cost reduction.  Effectiveness 
depending upon patient engagement.  Potential to interface with the electronic 
health record and other hospital systems. 

Offodile, AC, et al. Journal of Clinical Oncology 40, no. 21 (July 20, 2022) 2291-2294.



16

Barriers to finanical navigation 

de Moor JS, et al. JNCI Cancer Spectrum, Volume 5, Issue 3, June 2021.



17

Cancer center supplements 
to address cancer-related 
financial hardship (n=11)
 Characterize facilitators 

and barriers to financial 
hardship screening

 Develop and test new 
screening tools

 Collect and document 
information about financial 
hardship

 Implement financial 
navigation



Select findings

11/9/2023

Screening tool development: The Dan L Duncan Cancer Center at Baylor St. Luke’s Medical Center developed 
and validated a 5-item screening tool (FINTOX) with stakeholder input. Financial hardship more common among 
patients treated in safety net system.  Tool used to screen patients who are eligible for treatment trials and connect 
to existing financial support program.

Screening with existing tools: O’Neal Comprehensive Cancer Center at the University of Alabama at 
Birmingham combined a question about difficulty affording medication (asked at intake), the NCCN distress 
thermometer, the COST + financial needs checklist (both asked by lay navigators).  Clear referral pathways were 
established depending on responses.  Easy to incorporate screening into practice using lay navigators.

Establishing new workflows: Iterative study at the James Cancer Hospital and Solove Research Institute at the 
Ohio State University where clinic staff use a question in the EMR to trigger a referral to social work or patient 
navigation.  Developed a process dictating who was responsible for referrals, referral modality, and responsibility 
for follow up.

Testing a financial navigation intervention: The Lineberger Comprehensive Cancer Center at UNC Chapel Hill 
tested the Lessening the Impact of Financial Toxicity Intervention in 9 community practices.  Intervention connects 
patients to assistance with pharmaceuticals, help with insurance and payment and/or resources available on-site 
or through foundations.

Referral to existing services: Georgetown Lombardy Comprehensive Cancer Center used the NCCN Distress 
Thermometer and other information gathered during patient intake and clinical interactions to screened for financial 
and health-harming legal needs.  Patients referred to financial navigation or the Cancer LAW Project.
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Among the 11 supplement projects, 5 studies used items from the COST, two projects 
used the NCCN distress thermometer, two screened patients using sociodemographic 
data from the EHR, and two developed new screening instruments
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Global lessons learned from 11 pilot studies

 Screening for financial hardship can be integrated into existing clinical 
workflows.  However, strong staff, provider and patient engagement 
are key.  

 Specific tool matters less than the process.
 Clearly outlined pathways to direct patients to national, state, local, 

and institutional resources such as grants, social workers, financial 
counselors, or navigators should be determined before screening.

 Training, staff turnover, staff shortages, changes in project leadership, 
working across institutions are challenges.
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Ongoing clinical trials to address financial hardship

 NCI is currently funding 5 pragmatic trials to test patient-facing 
interventions to address differnet aspects of financial hardship.

 3 studies evaluate personalized financial navigation embedded into the 
oncology or community setting (Lessening the Impact of Financial Toxicity (LIFT): a protocol for a 
multi-site, single-arm trial examining the effect of financial navigation on financial toxicity in adult patients 
with cancer in rural and non-rural settings; The Cancer Financial Experience (CAFÉ) study: randomized 
controlled trial of a financial navigation intervention to address cancer-related financial hardship; Addressing 
Cancer-Related Financial Hardship through Delivery of a Proactive Financial Navigation Intervention)

 2 additional trials are evaluating interventions to address health insurance 
coverage and employment disruption (An interactive mobile application versus an 
educational booklet to promote job retention in women undergoing adjuvant chemotherapy for breast 
cancer: a randomized controlled trial; HIAYA CHAT study protocol: a randomized controlled trial of a health 
insurance education intervention for newly diagnosed adolescent and young adult cancer patients)
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Summary

Due to the high costs of cancer care, patient out-of-pocket costs for treatment can lead to 
financial hardship. Other cancer related expenses and employment disruption exacerbate 
financial burden.

Financial hardship can lead patients to delay or forego recommended medical care to 
save money, leading to poor patient outcomes.

The National Cancer Institute is current funding differnet types of studies to identify 
patients at risk for financial hardship, develop and test finanical navigation interventions 
and to support the integration of screening and service delivery into care. 

Priorities for future research include addressing the economic impact and patient 
outcomes associated with healthcare innovations and changes in how and where care is 
delivered.



www.cancer.gov                 www.cancer.gov/espanol

Thank you
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~20 trials (8 RCTs)

Regulatory trials:

• Celgene (Thalidomide)

• Takeda (Ixazomib)

• Amgen (Carfilzomib)

• Janssen (Daratumumab)

2012



Number of new myeloma patients in the US 
in 2017: 30,000

Excludes spending on hospital, infusion, 
laboratory, imaging, physician, nursing, and 

ancillary costs

Total lifetime costs to treat all patients 
diagnosed in 2017 : $22.4 billion

Mailankody S. ASCO 2016



Rajkumar SV. 2022

FACTS
Drug Approximate annual cost

Thalidomide $69,000

Lenalidomide $213,000

Pomalidomide $243,000

Carfilzomib 27mg/m2 dose $184,000

Carfilzomib 56 mg/m2 dose $360,000

Ixazomib $138,000

Daratumumab SQ $192,000

https://www.goodrx.com/thalidomides
https://www.drugs.com/price-guide/
All accessed April 20, 2022

https://www.goodrx.com/thalidomides
https://www.drugs.com/price-guide/


Rajkumar SV. 2022

FACTS

https://www.goodrx.com/thalidomides
https://www.drugs.com/price-guide/
All accessed April 20, 2022

*Depends on whether estimated PFS is one year vs 2 years
** SQ Dara

https://www.goodrx.com/thalidomides
https://www.drugs.com/price-guide/




Gene Therapy

• Voretigene neparvovec (Leber congenital amaurosis): $850,000

• Spinal muscular atrophy: $2.1 million

• Beta thalassemia: $1.8 million



US Prices Higher





Price Increases



Fig 1. Cost trajectories of targeted therapies. Cumulative change (%) from baseline mean monthly cost by year. General inflation rates are plotted as black dotted line; health-related inflation is plotted as 
red dotted line.

Published in: Noa Gordon; Salomon M. Stemmer; Dan Greenberg; Daniel A. Goldstein; JCO  2018, 36, 319-325.

DOI: 10.1200/JCO.2016.72.2124

Copyright © 2017 American Society of Clinical Oncology

Price Increases



Pharma’s Arguments

High Cost of 
Development

Cost-Benefit of 
New Drugs

Market Forces 
will Decide

Stifle 
Innovation



Alec Smith



Why are prescription drug prices 
so high ?

wtop.com



#1 Vulnerable Population, willing to 
spend anything to get access to live-

saving drugs



#2



#3 Overt and Covert Patent Evergreening

Insulin Discovered 1921

• 1923 First Insulin patented (Patent sold for $3)

• 1946 Improved NPH patented

• 1950s Improved Lente versions patented

• 1970s Improved pure insulins patented

• 1980s Recombinant human insulin patented

• 1990s Analog insulin patented

• 2000s Long acting analog insulin patented



#4 Planned Obsolescence



Greene JA, Riggs KR. N Engl J Med 2015;372:1171

Imatinib

Nilotinib



Medicare Part D 2019 Top 10 Spend



https://beyondtype1.org/where-are-all-the-generic-insulins-hiding/

#5 Generic/ Biosimilar Approval Process is Slow



Price change occurs lock-step
Andy Kiersz, Business Insider

#6 “Collusion”



LISTNET

Business Insider

7. The Middlemen



#8  Influence of Pharma Lobby



Why are prices so insanely high?

4 reasons unique to USA

• Medicare cannot negotiate at laubch
• No equivalent of Health Authorities 

• Reimbursement System encourages more expensive 
option

• Liberal Off-Label use 



Lack of Allies

• Physicians

• Professional Organizations/ Societies

• Patient care organizations

• PBMs

Why are prescription drug prices so 
insanely high?



Patients

Co-pay assistance

Pharma
$

Monthly Cost!Silenced…



What can we do?

(Government Policy Level)

cnn.com



1. Value-Based Pricing

• Post-FDA approval review mechanism



CBS News. Under the Influence. April 1, 2007. http://www.cbsnews.com/news/under-the-influence/

2. Medicare Negotiation for Lower Prices



All new cancer drugs 
approved by FDA in 2017: 

>$100,000/year Average = $150,000



US Pricing Policies

Affect Europe

• Delays

• Higher prices



https://www.kff.org/medicare/issue-brief/how-will-the-prescription-drug-provisions-in-
the-inflation-reduction-act-affect-medicare-beneficiaries/



3. Cap Price Increases



https://www.kff.org/medicare/issue-brief/how-will-the-prescription-drug-provisions-in-
the-inflation-reduction-act-affect-medicare-beneficiaries/



4. Facilitate easy entry of generics & biosimilars

https://georgevanantwerp.com/2010/11/18/h
ow-generic-prices-drop-with-number-of-

manufacturers/



Cost & Number of Companies Making Product





• Non Profit Generic/Biosimilar Manufacturers



5. Reduce the cost of drug development



6. Patent Reform 



7. Reduce Copays



https://www.kff.org/medicare/issue-brief/how-will-the-prescription-drug-provisions-in-
the-inflation-reduction-act-affect-medicare-beneficiaries/



But what can we do?

(as professional organizations, institutions, and physicians)



1. National Guidelines

• Develop drug Rx pathways that incorporate “value” 

• Hold experts/societies to higher standards in 
publicizing benefits of new drugs

Kantarjian. Cancer 119: 3902; 2013.    Tefferi. Mayo Clinic Proceedings 90: 996; 2015



What we say matters

Drug Zoledronic Acid Denosumab

ASP 60 2150

Be careful with words like “Standard of Care”



2. Conduct Strategic Trials

• Modified Dosing: to reduce cost
• SAKK 39/16 OptiPOM Trial
• Thilo Zander

• Limited Duration Therapy



3. Find lowest cost options

•Choose generics/ biosimilars



Check Online Resources



4. Advocacy:

Harness the power of social media



5. Talk to your patients about affordability





PATIENT

Nurse 
Navigators

Social Worker

Financial 
Authorization 
Coordinator

Financial 
Counselor

Certified 
Pharmacy 
Technician

Case Manger

THE TEAM



Call to Action

Navigating Financial Toxicities 
of Cancer Treatment

Cori Chandler, MPA
Senior State & Local Campaigns Manager, ACS CAN



Navigating Financial Toxicities of 
Cancer Treatment

The Scope of the Problem

Policy Change
-Access to Care
-Prescription Drugs
-Medical Debt 

What can you do?

1

2

3



The Scope of the 
Problem



The Impact of Cancer on Rhode Island

American Cancer Society. Cancer Treatment & Survivorship Facts & Figures 2022-2024. Atlanta: 
American Cancer Society; 2022

Estimated Number of Cancer Survivors in Rhode Island (as of January 2022)
65,630

American Cancer Society. Cancer Facts & Figures 2023. Atlanta: American Cancer Society; 2022.



The Cost of Cancer
• Treatment of cancer is complex – varies by patient
• Cost varies by:

• Insurance status
• Insurance type and plan
• Geographic location
• Treatment setting



Patient Out-of-Pocket Costs Vary Widely



Financial costs of cancer do not 
impact all people with cancer 
equally.



The Cost of Cancer Doesn’t End With Treatment
Annual Average Health Care 

Expenditures, 2018-2020
Annual Average Health Care 

Expenditures for Women, 2018-2020



Policy Solutions



The affordability of cancer care is a 
multi-faceted problem that requires 
multi-faceted solutions.

Medical Debt

• Prohibiting use of copay 
accumulator adjustment 
programs

• Copay cap on specialty 
drugs (after deductible is 
met)

• Prevent patients from 
incurring medical debt

• Reduce the impact of 
incurred medical debt on 
patients and families

Prescription 
DrugsAccess to Care

• Ensure access to 
affordable comprehensive 
insurance coverage for all

• Limit costs by preventing 
cancer through screening 
and preventive services



Call to Action



What can you do?

Connect with ACS CAN
We have staff on the ground covering all 50 states, Puerto Rico and Guam. 

Get to know your lawmaker
Your voice makes a difference – support policies and encourage change.

Spread the word
Talk with other stakeholders and encourage them to get engaged in the work.

1

2

3
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