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Abstract

Cancer treatment is associated with financial hardship for many patients and families. Screening 

for financial hardship and referrals to appropriate resources for mitigation are not currently part 

of most clinical practices. In fact, discussions regarding the cost of treatment occur infrequently 

in clinical practice. As the cost of cancer treatment continues to rise, the need to mitigate adverse 

consequences of financial hardship grows more urgent. The introduction of quality measurement 

and reporting has been successful in establishing standards of care, reducing disparities in receipt 

of care, and improving other aspects of cancer care outcomes within and across providers. The 

authors propose the development and adoption of financial hardship screening and management as 

an additional quality metric for oncology practices. They suggest relevant stakeholders, conveners, 

and approaches for developing, testing, and implementing a screening and management tool and 

advocate for endorsement by organizations such as the National Quality Forum and professional 

societies for oncology care clinicians. The confluence of increasingly high-cost care and widening 

disparities in ability to pay because of underinsurance and lack of health insurance coverage 

makes a strong argument to take steps to mitigate the financial consequences of cancer.
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Introduction

Financial hardship after a cancer diagnosis is well documented in the United States.1 In 

addition to financial stressors that can leave patients and their families with debt and 
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possible bankruptcy, financial hardship has negative emotional and physical effects. The 

pervasiveness of financial distress for cancer patients led to the creation of the term financial 
toxicity, a term that is consistent with other adverse events associated with treatment.2,3 

Three major factors contribute to financial hardship: first, the cost of cancer treatment has 

risen considerably in the past 20 years4-9; second, more patients are eligible for treatment 

with expanding treatment options for cancer and are receiving treatment for a longer 

duration10; and third, the changing landscape of health insurance benefit design has led 

to patients paying out-of-pocket for a greater portion of their medical care expenditures.11 

Spending on cancer drugs in the United States has grown 64% from 2013 to 2018, reaching 

$57 billion in 2018, and the median annual list price of newly approved cancer drugs has 

remained above $150,000 since 2014.12 Many of these newly approved cancer drugs are 

oral targeted agents that are taken until evidence of disease progression.13,14 In addition, 

advancements in radiation oncology and surgical oncology have also led to rising costs and 

patient financial burden.15

Simultaneously with the rise in cancer treatment costs is the trend in the rising number 

of uninsured16,17 and underinsured adults and the increased prevalence of high-deductible 

health insurance plans. More than 40% of adults with employer-based coverage have 

high-deductible health insurance plans that require patients to pay deductibles as much as 

$6750 out-of-pocket for individual coverage or $13,500 for family coverage in 2018 before 

insurance coverage begins18—an untenable amount for patients and families for whom the 

average monthly full-time pretax earnings were $3744 per month in the fourth quarter of 

2019.19 A recent survey from the Federal Reserve reports that 40% of American families 

cannot cover an unexpected expense of ≥$400.20 Because financial burden is associated 

with gaps in insurance programs, it is no surprise that cancer survivors aged 18 to 64 years 

are more likely to experience financial hardship relative to their older, Medicare-insured 

counterparts21,22 who may qualify for programs like the Medicare Part D low-income 

subsidy program.23

To address these challenges, we propose a process for developing a financial screening 

and management quality measure for oncology practices. Although quality measures have 

limitations, without a national effort to incorporate financial screening and appropriate 

referral into routine practices, patients’ financial burden will continue to rise unabated. 

Widespread unemployment because of the coronavirus disease 2019 (COVID-19) pandemic, 

with accompanying loss of income and potential loss of health insurance coverage, will 

amplify escalating cost trends and underscore the urgency for mitigation.

Need for Financial Hardship Screening and Referral

Financial hardship negatively affects patients’ financial well-being, as reflected in increased 

household debt, savings depletion, and the need for bankruptcy protection,24-26 it negatively 

affects treatment adherence as well as physical and emotional well-being, and it may 

reduce cancer survival. Higher out-of-pocket costs for cancer drugs are associated with 

delayed treatment initiation and treatment abandonment.27-30 Patients experiencing financial 

hardship are also more likely to forgo mental health care, physician visits, and other medical 

care.28 These patients experience more symptom burden and diminished quality of life,31-33 
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and they may be at greater risk for early mortality.34 Initial evidence from a pilot study 

suggests that financial navigation programs can reduce anxiety about costs, even if financial 

burden does not change.35 Hospital staff training programs in financial navigation can 

decrease patient out-of-pocket spending ($33,265 on average per year) and reduce losses to 

health care institutions.36 However, in a survey of oncology navigators, only one-half agreed 

that patients got needed financial services,37 suggesting considerable room for improvement 

in connecting patients to resources.

The impact of treatment-related financial hardship has received attention from many 

professional societies, advocacy organizations, and the National Cancer Institute (NCI). For 

example, the Value in Cancer Care Task Force at the American Society of Clinical Oncology 

(ASCO) recommends that all providers of cancer treatment have a discussion with patients 

about the cost of their care.38 Other organizations, including the National Academies 

of Sciences, Engineering, and Medicine and the President’s Cancer Panel, highlight the 

importance of addressing the high costs of cancer care. Even smaller organizations such 

as the Mesothelioma Society feature information on cancer’s financial hardship on their 

website.39

Nearly all NCI-designated cancer centers conduct some form of financial screening, but only 

30% of the centers are engaged in research to study outcomes and effectiveness of financial 

screening and connection to resources.40 Respondents to the National Comprehensive 

Cancer Network (NCCN) survey of member institutions (17 of 27 institutions) report 

that most have financial screening and management programs, but there is considerable 

variation in screening approach and services offered,41 highlighting the need for efforts to 

better document, understand, and alleviate financial burden in a standardized and systematic 

way. In addition, although the Commission on Cancer requires psychosocial screening 

for accreditation,42 this measure is assessed using the NCCN Psychosocial Distress 

Thermometer, which is not specific to distress related to financial concerns. Collectively, 

these efforts provide an opening to address the gap in financial hardship assessment and 

mitigation.

Role for Quality Metrics

The 1999 Institute of Medicine report Ensuring Quality Cancer Care emphasized the 

importance of developing and monitoring quality measures for a high-quality cancer 

care system.43 Its 2013 report Delivering High-Quality Cancer Care reemphasized the 

importance of quality metrics in a learning health care system and offered a standard set 

of tools to quantify and compare performance across providers.44 Quality metrics, when 

combined with accreditation of health care organizations or reimbursement under value-

based payment models, are a powerful lever to transform clinical practice. Prior research 

has shown that clinician awareness of financial burden leads to lower out-of-pocket costs 

for patients.45 Another potential lever is the Centers for Medicare and Medicaid Services’ 

(CMS) Oncology Care Model, which is an episode-based payment model with financial 

incentives to provide high-quality, low-cost chemotherapy treatment.46 On the basis of 

recommendations from the Institute of Medicine,44 providers agree to participate in shared 

decision making that incorporates treatment and cost information. A standardized approach 
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to financial screening that is compatible with practice workflows could facilitate adherence 

to the Oncology Care Model’s requirements.

To improve the standard of care across oncology practices, several professional societies 

developed cancer-related quality metrics, such as ASCO’s Quality Oncology Practice 

Initiative.47 Metrics of the Quality Oncology Practice Initiative include screening for 

smoking and plans for cessation if individuals screen positive, screening for pain and a 

plan for pain management, and screening for emotional and mental distress along with a 

plan for mitigation. The measures are used alongside clinical measures such as treatment 

plan documentation and referrals to ancillary or adjuvant care.

As a result, oncology practices have become more resourceful with referral services and 

more facile in recognizing and documenting patient distress that interferes with cancer 

treatment, recovery, and survivorship. They also have become more versed in addressing 

these issues during a patient encounter as interventions to aid implementation of quality 

metrics grow. For example, approaches to palliative care consultations have been developed 

as have the adoption of standardized templates to document care.48,49

We propose the development of a new, standardized financial hardship screening tool, along 

with a compendium of local, state, and national resources, that fits within clinical workflows 

in practices ranging from academic medical centers to community-based practices. Multiple 

domains for such an instrument can be considered, including: 1) adequacy of insurance 

coverage, 2) whether insurance coverage depends on the employment of the patient or a 

caregiver and vulnerability to loss of coverage, 3) health insurance and financial literacy 

of the patient and caregiver,50,51 4) out-of-pocket expenses for copays, coinsurance, and 

deductibles as well as other medical costs, 5) out-of-pocket expenses for nonmedical 

services (eg, transportation, child care, home care, lodging, parking), and 6) impact on 

employment (eg, modification of work schedule, long-term impact on ability to perform 

a job, work loss). Ultimately, the domains chosen should be those agreed upon by key 

stakeholders who experience and bear the financial burdens associated with cancer and its 

treatment. Financial hardship screening should be conducted multiple times throughout the 

treatment trajectory to reflect changes in the treatment plan and patients’ lives.52

Screening alone is inadequate without a management plan. Such a plan includes referrals to 

social services, compassionate care programs, legal aid societies, and financial management 

services. Working alongside the oncology care team, the patient should be able to view 

a menu of institutional and community resources through their patient portal so they can 

follow-up with community resources as needed. We envision the outcomes of screening 

as identification of patients at high risk for financial hardship, documentation of financial 

assistance gained, fees waived, dollars and services received for patients at-risk, and other 

outcomes, as appropriate, as well as unmet needs.

Compilation of resources requires tailoring plans to the resources available in local 

communities. Venues through which this can be accomplished include collaboration with 

NCI-designated cancer centers’ community outreach and engagement teams. In addition, 

there is opportunity for state cancer plans53 to compile statewide resources available 
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to alleviate financial burden. These planning efforts could collaborate with community 

practices to provide statewide resources to complement institution-specific or practice-

specific resources.

Plan for Financial Hardship Quality Metric Development and Adoption

Figure 1 summarizes the process we recommend for developing and adopting a financial 

screening tool as a quality metric. The development of quality measures to improve patient 

outcomes is well established in oncology. The use of patient-reported outcomes (PROs) 

for symptom management increases survival for patients with metastatic cancer54 and is 

recommended for routine cancer care. Palliative care has a long-standing history of using 

PROs to support its adoption55-58 and is recommended as part of standard practice.

An initiative conducted by the Pacific Business Group on Health, funded by the CMS, is 

developing PRO performance measures to improve health-related quality of life and pain 

management for oncology patients. The development of these measures is overseen by a 

multistakeholder steering committee, a multidisciplinary technical expert panel with patient 

representatives, and an ad hoc clinical workgroup. They will submit the PRO performance 

measures to the National Quality Forum (NQF) for review and will test the newly developed 

measures with the Michigan Oncology Quality Consortium and the Alliance of Dedicated 

Cancer Centers, where at least 28 sites are committed to participate in testing.59 We propose 

a similar process for developing a financial hardship screening and referral quality measure.

In a blueprint from the American Cancer Society to improve survivorship care, the authors 

proposed developing quality metrics as an essential component for dissemination and 

implementation.60,61 Likewise, a blueprint to combat financial hardship can elevate the 

development of quality metrics for screening and addressing financial hardship as a research 

priority, developed in conjunction with providers, patients, and patient advocates. These 

metrics must also be endorsed by professional societies and other organizations, such 

as the NCCN and NQF, to gain widespread approval and adoption. The NQF offers a 

Measure Incubator to facilitate measure development and testing through partnerships with 

stakeholders.62 They focus on areas of quality where there are gaps and where measure 

development may be complicated, costly, and time-consuming.62 We suggest convening an 

expert panel consisting of stakeholders to develop the content and presentation of a financial 

screening tool. Potential conveners include the ASCO, the National Cancer Policy Forum 

at the National Academies of Sciences, Engineering, and Medicine, the NCI, the American 

Cancer Society, the NQF, and the Association for Community Cancer Centers, as well as 

recognized experts from academia, practice, advocacy, and the payer community, including 

the CMS and major private payers. The NQF, which reaches their recommendations through 

a consensus process involving content experts and public and private stakeholders, is a 

model for how the content can be chosen. Buy-in from the larger community of clinicians, 

patients, and payers is necessary to elevate the need and acceptance of financial screening 

and management into practice. Moreover, payers can contribute valuable information in 

determining financial toxicity by providing a customized estimate of expected costs to the 

patient based on the benefit design of their health insurance plan, and treatment type, and 

duration.
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The next step is to support research for the development of approaches to financial screening 

and management that can be integrated into practice workflows. Evidence supports that the 

electronic collection of PROs results in improved quality of care for patients with cancer 

but requires carefully constructed analytical solutions to ensure that such measures become 

part of routine practice.63 Several grant and contract mechanisms, including the National 

Institutes of Health Small Business Innovation Research program, are available to solicit the 

development of such tools; or, alternatively, partnerships could be initiated with electronic 

medical records vendors, such as EPIC or Cerner. Another potential funding source for such 

efforts is philanthropic foundations with an interest in improving public health and health 

care delivery, such as the Robert Wood Johnson Foundation64 or Arnold Ventures.65 An 

advantage of using electronic medical records as a platform for screening and referrals is 

that outcomes such as dollars and services received and unmet needs can be tracked and 

monitored by the institution and, if made available, by the larger research community.

After the development of appropriate screening tools and methods for their implementation, 

testing is necessary. The success of financial screening depends on how well it fits 

within existing workflows and processes and whether it provides benefit to patients. We 

recommend a module developed as part of the electronic medical record system that 

can be accessed by patient navigators or other members of the oncology care team. 

Testing could involve multiple health systems and also could reach smaller community 

practices. We suggest strategic partnerships with the existing NCI Community Oncology 

Research Program infrastructure, which encompasses large and small practices, including 

the minority-based NCI Community Oncology Research Program.

Pragmatic dissemination and implementation strategies, such as RE-AIM (Reach, 

Effectiveness, Adoption, Implementation, Maintenance), offer a framework for widespread 

testing and adoption of financial screening tools66 in a variety of clinical settings. As 

applied to our proposed approach for the development and adoption of a quality measure, 

reach is achieved through consensus and development of the measure tool for clinical 

practice; effectiveness is accomplished through identification of patients at high risk for 

financial hardship and connecting these patients to programs or organizations for financial 

assistance; adoption is achieved through the endorsement of professional societies and 

requirement from payers, such as CMS; implementation, in the quality measure context, 

is the standardized approach in which financial screening and referrals are made, such as 

developing an Epic or similar module (Epic Systems Corporation) that can be implemented 

into practice workflows; and maintenance refers to the long-term effects of financial 

screening on outcomes and payments to the patient and providers. These outcomes (eg, 

payments made, treatment adherence, etc) must be measured over time with modifications to 

the program made as needed to assess the oncology care team burden and patient benefit.

Creating a billing code or modifier specific to financial hardship screening could increase 

clinicians’ acceptance and use of a financial hardship screening tool in clinical practice 

and provide an avenue for retrospective tracking and research. The lack of reimbursement 

is often cited as a reason that survivorship care plans—widely accepted as important 

for transitioning patients out of the oncology setting after treatment—have not been 

adopted into practice.67 Reimbursement serves a dual purpose: it creates a mechanism for 
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compensation and becomes a means to track the frequency of financial screening through 

claims data. A more forceful approach is to mandate financial screening as a requirement 

for providers to receive reimbursement for cancer treatment and use this billing code to 

document the delivery of financial screening. A precedent is the CMS reimbursement policy 

for lung cancer screening with low-dose computed tomography. To ensure that smoking-

cessation counseling and shared decision making (SDM) will take place before individuals 

undergo lung cancer screening, the CMS creates a unique billing code (G0296) for SDM and 

requires a documented, written order of an SDM visit when submitting claims for low-dose 

computed tomography.

Patient and provider education are other key elements that must accompany the introduction 

of financial hardship screening. It is critically important to build patient trust and ensure that 

the purpose of financial hardship screening is for physicians to help patients receive the best 

care, instead of excluding or including patients in a practice based on their ability to pay or 

using it as a tool to ration care or provide unequal care based on ability to pay.

We acknowledge that there are other approaches for the widespread incorporation 

of financial hardship screening and referrals into practice. The proposed process for 

development, testing, and incorporation of a quality measure is a long one. Therefore, 

currently, we encourage the use of at least informal screening (for example, simply asking 

patients whether they have problems affording care or are worried about lost income because 

of time off from work, or including a financial counselor in the intake process) until 

formal metrics are in place. There exists an urgent need to push this agenda forward to 

develop practical solutions for oncology practices and patients and their families. We believe 

incorporating financial hardship screening and referrals for help is necessary, much in the 

same way smoking cessation, weight loss, and psychological distress are routinely screened 

and addressed.

Concluding Remarks

We make a case for incorporating financial screening, along with a plan for mitigation 

of financial hardship, as a new quality metric for oncology practices. We highlight the 

untenable circumstances patients face when confronted with the high cost of cancer care, 

which is well documented.1 We also discuss the effect quality metrics have had on oncology 

practices and why we believe quality metrics are a way to incorporate financial concerns 

into routine practice. The approach we propose is patient-centered, which is what most 

patients want when balancing treatment and financial concerns.68 Practice change is rarely 

expeditious, and the path we propose toward incorporating financial burden assessment into 

practice is no exception.

A business case for practice change is often necessary. Some organizations have successfully 

demonstrated that reducing patients’ financial burden has resulted in additional payments 

for oncology services.69 Presumably, with less financial hardship, treatment adherence 

improves and mortality risk lessens, creating monetary benefits for payers and society as 

well. Moreover, armed with information regarding financial burden and harm to patients, 

payers are in a better position to negotiate on drug price relative to clinical benefit.
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Actionable steps are urgently needed to alleviate the precarious financial position many 

patients and families face. Cancer’s financial consequences have adverse health, emotional, 

and social effects and the potential to widen disparities between those with resources and 

those without. With every new agent approved, the problem exacerbates such that exciting 

new therapies that can extend life and alleviate symptoms are increasingly unaffordable, and 

thereby unavailable, to patients who need them.
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FIGURE 1. 
Proposed Processes for Adoption and Implementation of Financial Hardship Screening and 

Management as a Quality Measure. ACCC indicates Association of Community Cancer 

Centers; ACS, American Cancer Society; ASCO, American Society of Clinical Oncology; 

CMS, Centers for Medicare and Medicaid Services; CoC, Commission on Cancer; NCCN, 

National Comprehensive Cancer Network; NCI, National Cancer Institute; NCORP, NCI 

Community Oncology Research Program; NCPF, National Cancer Policy Forum of the 

National Academies of Sciences, Engineering, and Medicine; NQF, National Quality Forum.
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