
INTRODUCTION 
The Patient Protection and Affordable Care Act (ACA) established 
several health insurance reforms important to cancer care in the 
United States,1 including prohibiting insurers from denying cover-
age or setting higher premiums on the basis of preexisting health 
conditions, expanding Medicaid eligibility to adults with incomes 
up to 138% of the federal poverty level, eliminating the Medicare 
Part D coverage gap or “donut hole,” and requiring commercial 
insurers to cover the cost of routine care that a patient receives while 
enrolled in a clinical trial. Yet despite these reforms, many patients 
with cancer continue to experience significant financial burden2 
and distress associated with their care, referred to as the “financial 
toxicity” of cancer.3,4 

Financial toxicity is particularly prevalent among patients with 
blood cancer, who are increasingly treated with expensive, orally 
administered anticancer drugs. A rapid rise in the cost of these drugs 
has offset the savings patients should have seen from the closing of 
the donut hole.5 Consequently, many of the more than 1.3 million 
people in the United States who are either living with, or are in 
remission from, blood cancer6 face higher out-of-pocket costs than 
patients with other cancers.7 Additionally, patients with blood cancer 
report a myriad of other access barriers, ranging from lack of insur-
ance and inadequate provider networks to coverage denials. With 
recent growth in the availability of health plans that do not comply 
with the ACA’s market reforms, these barriers are likely to grow.8 
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PAYMENT MODELS

Clinicians and Payers Expect to 
Wait and See Before Embracing 
CMS’ MIPS Value Pathways
Erin Crum, MPH

QUALITY MEASUREMENT in federal health care 
programs has been around since at least 2007, when 
CMS introduced the Physician Quality Reporting 
System (PQRS) for providers caring for Medicare 
beneficiaries. The program continued to evolve, 
and it eventually became part of CMS’ Merit-Based 
Incentive System (MIPS), CMS’ first attempt to 
integrate several different incentive-based programs 
under one umbrella, including PQRS and meaningful 
use.1 The goal of MIPS is to optimize patient care by 
utilizing financial incentives to encourage providers 
to deliver high-quality, cost-efficient care.

PRACTICE TRANSFORMATION

ASCO, COA Release Updated 
Standards for Oncology 
Medical Home
Mary Caffrey

ON JULY 13, the American Society of Clinical 
Oncology (ASCO) and the Community Oncology 
Alliance (COA) released updated standards for the 
Oncology Medical Home (OMH), putting renewed 
emphasis on the importance of palliative care 
and ASCO’s Quality Oncology Practice Initiative 
(QOPI), which seeks to promote safety and best 
practices in the administration of chemotherapy.1 

Details on the new standards were published in JCO 
Oncology Practice.2 

A joint statement from the 2 groups stated that 
the new standards offers a roadmap for delivering 
“equitable, high-quality cancer care.”3

“In releasing the new standards, ASCO and 
COA seek to achieve a broad consensus among all 
stakeholders—including patients, clinicians, payers, 
purchasers, and employers—on what patients with 
cancer should expect and receive from their cancer 
care teams,” the groups said.

A L S O  I N  T H I S  I S S U E

ONCOLOGY VALUE COALITION. 
Two online meetings of the Oncology Value 
Coalition, featuring faculty from City of 
Hope, Highmark Blue Cross Blue Shield, and 
Cardinal Health, convened discussions of 
the value of genomic testing for payers and 

employers and the 
rise of real-world 
evidence in the FDA 
regulatory process, 
SP206-SP209.

GUIDELINES UPDATE. 
Updated guidelines from the 
National Comprehensive Cancer 
Network for Waldenström 
macroglobulinemia have added zanubrutinib 
(Brukinsa) as a preferred regimen, SP210.

BIOSIMILARS UPDATES. 
The FDA cautions Amgen about an 
advertisement of its Neulasta Onpro 
device for delivery of pegfilgrastim, 
and a report highlights the discounts 

that come with biosimilar use, SP227-SP228.

Make plans for our 10th  
anniversary meeting, 
September 23-24, 2021, 
in Nashville, Tennessee! 
See SP211, SP234, SP244. 

ZANUBRUTINIB STUDIES. Data for 
zanubrutinib (Brukinsa) were reported at the 
European Hematology Association, including 
results from ALPINE showing the Bruton 
tyrosine kinase inhibitor compares favorably 
with ibrutinib in relapsed and refractory 
(R/R) chronic lymphocytic leukemia/ small 
lymphocytic lymphoma. Updated phase 2 
results from MAGNOLIA show effectiveness 
for adults with R/R marginal zone lymphoma 
treated with at least 1 prior line of therapy, 
SP219-SP222.
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An illustration of hairy cell leukemia, a form of chronic lymphocytic leukemia, 
showing an accumulation of abnormal B lymphocytes.
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In light of these challenges, there is an urgent 
need to identify insurance reforms that can mean-
ingfully improve access to affordable, high-quality 
care for patients with blood cancer. To assess the 
current evidence base for such reforms, we con-
ducted a literature review and gap analysis. Our 
aims were, first, to identify and categorize current 
evidence regarding the impact of health insurance 
status and type on access to care and outcomes 
among patients with blood cancer, and second, to 
identify areas of uncertainty and key research gaps.

Methods 
We conducted a systematic search of Medline’s 
PubMed database on June 5, 2020, and an additional 
targeted author search on July 1, 2020. Search terms 
included relevant Medical Subject Headings as well 
as relevant blood cancer and insurance keywords. 
Search terms were identified by reviewing key terms 
in recent insurance and blood cancer publications 
and were developed in collaboration with experts 
and in consultation with an information scientist. 
The search was supplemented by reviewing the 
bibliographies of any identified review articles. 
The combined searches yielded 1101 articles. To 
identify the subset of relevant publications that 
would inform policymakers and the scientific field 
of the insurance research landscape related to blood 
cancer care and outcomes, we screened titles and 
abstracts for eligibility against a set of inclusion and 
exclusion criteria. Studies were eligible for inclusion 
if they involved patients with blood cancer at any 
stage on the cancer care continuum and had a focus 
on insurance. We included studies with insurance 
as the primary focus of the study and studies in 
which insurance was a variable or an outcome of 
the study. All study designs were eligible, including 
review articles and qualitative research. We excluded 
studies specifically focused on cancers other than 
blood cancer but included general cancer studies if 
they were known to or very likely to include patients 
with blood cancer. We excluded studies published 
before January 2000, those conducted outside of the 
United States (or its territories), and those not in 
the English language. We also excluded animal and 
in vitro studies, letters to the editor, and publi-
cation comments. 

To provide an overview of the available scientific 
literature and a gap analysis to identify areas of 
uncertainty and research that are missing or 
underrepresented, we categorized included articles 
using the population, intervention, comparator, 
and outcomes framework9 to structure data abstrac-
tion. Given the scope and purpose of the review, 
categorization was based on a review of abstracts 
by a single research analyst and quality checked 
by a senior methodologist. We did not conduct a 

risk-of-bias assessment, and we retrieved full texts 
only for studies that did not include an abstract or 
when relevant information was not presented in the 
abstract. Abstracted categories included study title, 
author, publication year, sample size, study design, 
cancer focus, population group, insurance type, 
cancer continuum, comparator, and outcome. For 
each category, we established predefined coding 
variables and abstracted the main insurance-related 
outcome finding into a free-text field. The catego-
rization process was primarily conducted on the 
information available in the study abstract. 

Results
Overview of the Research Landscape
Following title and abstract review, we identified 
154 publications for inclusion, 70 of which had 
a direct focus on insurance as the subject of 
the article; of those, 39 focused specifically on 
blood cancers. Studies were predominantly large 
retrospective cohort studies often using Medicare 
claims data or the National Cancer Institute–funded 
Surveillance, Epidemiology, and End Results (SEER) 
registry data or SEER-Medicare data as the basis for 
analysis. Almost half of the retrospective studies 
focused on the association between insurance 
status or type and an outcome of interest. The 
remainder reported insurance as one of several 
factors found to be associated with a clinical 
outcome (eg, survival), quality of cancer care, or 
access to treatment. One prospective cohort study 
assessed the quality of cancer care for older patients 
provided by the Veterans Health Administration 
vs fee-for-service Medicare.10 Of 2 identified 
systematic reviews, one 2005 study was specific to 
blood cancer and found (from very limited quali-
ty-of-life [QOL] data) that individuals with chronic 
lymphocytic leukemia experience challenges 
obtaining health insurance.11 The other was a recent 
2020 systematic review that investigated evidence 

related to health insurance coverage disruptions 
and cancer outcomes and found that those patients 
with coverage disruption were more likely to have 
advanced disease, be less likely to receive treat-
ment, and have worse survival than their counter-
parts without coverage disruptions.12 

More than half of the identified studies addressed 
multiple types of insurance, and Medicare was the 
focus of 16% of studies. Medicaid was rarely studied 
as the sole focus of a study. Studies with a focus on 
adults (65 years and younger) were most common, 
addressed in one-third of all included studies, fol-
lowed by adolescents and young adults (addressed 
in 21% of studies) and older adults (addressed in 
19%). Children were a focus of just 9% of included 
studies, and a handful of studies were not focused 
on any patient population but rather on physician 
opinion or practices.13-15 Of the 39 studies specific 
to blood cancer and insurance, none specifically 
focused on diverse racial and ethnic groups or 
patients in rural settings.

Studies tended to focus on patients in active 
treatment, addressed by 42% of all included studies. 
Survivorship was also commonly studied, addressed 
in almost a quarter of studies. Notably, just 2 studies 
addressed treatment in the context of clinical trial 
participation, one of which specifically focused 
on patients with blood cancer.16 A 2014 case study 
by Preussler and colleagues highlighted state 
variation in Medicaid coverage of complex oncology 
treatments for blood cancer and found that only a 
few states provided the recommended benefits (ie, 
benefits recommendations developed by multiple 
stakeholders) for hematopoietic cell transplantation 
clinical trial coverage.16 

Mortality/survival and access to care were among 
the outcomes most often studied, addressed in 35% 
and 33% of the 154 included studies, respectively. 
Studies addressing access to care were broad and 
included the impact of insurance status and type 
on receipt of or timeliness of treatment; health care 
utilization; and access to specialist care, high-
cost treatments, and financial assistance such as 
cost-sharing subsidies. Very few studies focused on 
the relationship between insurance coverage and 
the occurrence of treatment-related adverse events 
(TRAEs) or cancer recurrence, and among studies 
specifically focused on blood cancers, very few 
addressed the relationship between insurance and 
quality of care or QOL. Similarly, very few studies 
investigated insurance-related disparities in health 
outcomes based on race/ethnicity or on socioeco-
nomic factors. 

Key Insurance-Related Findings and Gaps 
Specific to Blood Cancer 
Insurance and survival. Fifty-six percent of studies 
that focused specifically on blood cancer and 

Mortality/survival and access to 
care were among the outcomes 
most often studied, addressed 
in 35% and 33% of the 154 
studies included, respectively. 
Studies addressing access to care 
were broad and included the 
impact of insurance status and 
type on receipt of or timeliness 
of treatment.
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insurance (22 of 39) reported survival as an outcome 
of interest. Of these, 21 examined the impact 
of insurance status or type on survival (Table). 
Seventeen studies found disparities in overall 
survival (OS) based on insurance status and type,17-32 
2 reported no difference in OS based on insurance 
type,33,34 and 2 reported mixed findings.35,36 All but 
one study reporting survival disparities were large 
retrospective registry studies, and overwhelmingly, 
they reported better survival among patients with 
insurance compared with those with no insurance 
and better survival among patients with private 
commercial insurance compared with other 
insurance types. In contrast, the 2 studies reporting 
no difference in OS based on insurance type were 
small chart reviews.33,34 

Of the 2 studies reporting mixed survival out-
comes, both were large registry database studies. 
One found increased OS among Medicaid-enrolled 
beneficiaries compared with non–Medicaid-en-
rolled beneficiaries (with the non-Medicaid group 
including both commercially insured and uninsured 
patients) with acute myeloid leukemia and Hodgkin 
lymphoma enrolled in New York State; however, 

there was no such difference in survival among 
Medicaid beneficiaries enrolled in California.35 In a 
2015 study, Olszewski and Foran found that when 
confounding factors are considered, insurance-as-
sociated lymphoma survival disparities are partly 
mediated by the prevalence of known prognostic 
factors or by patients’ preexisting medical condi-
tions that at the time drove eligibility for Medicaid 
and Medicare; these authors noted that cancer 
registries generally do not contain information 
about comorbidities or other confounders.36 

One study assessed the timeliness of care (defined 
as time from payer approval to actual HCT) and its 
impact on OS for patients who underwent hema-
topoietic cell transplantation (HCT).37 Total time to 
HCT was longer for patients insured by public payers 
than for those with private insurance (median, 66 
days [range, 14-277] vs 48 days [range, 1-407]; P < 
.001), but timeliness was not associated with OS.37

Insurance and financial burden. Thirteen of 39 
studies that focused specifically on blood cancer 
included financial burden as an outcome of inter-
est.17,38-49 Overall, the findings point to a significant 
insurance-related financial burden for patients 

with blood cancer. Notably, most studies addressed 
financial burden among Medicare beneficiaries, 
whereas few studies investigated the size and impact 
of the financial burden placed on uninsured patients 
and Medicaid beneficiaries with blood cancer. Of 
13 studies, 8 focused on Medicare Part D. Of these, 
5 reported increased financial burden on patients 
related specifically to high cost-sharing under Medi-
care Part D,41-45 3 of which also reported that high 
cost-sharing under Medicare Part D was associated 
with reduced or delayed initiation of specialty drugs 
(ie, tyrosine kinase inhibitors [TKIs]).41-43 The other 
3 studies addressing Medicare Part D looked at 
low-income subsidies among recipients; one found 
that among Medicare beneficiaries without low-in-
come subsidies, the introduction of Medicare Part 
D discounts provided during the Part D coverage 
gap phase decreased patients’ financial burden46; 
the second reported a substantial financial barrier 
to accessing orally administered anticancer therapy 
for those not receiving low-income subsidies.47 The 
third study found that compared with Medicare Part 
D recipients who did not receive low-income subsi-
dies, those patients who were heavily or moderately 

TABLE. Overview of 21 Retrospective Cohort Studies Examining the Impact of Insurance Status or Type on Survival.

Author, year Sample size Population Insurance comparison Survival outcome

Blood cancer studies reporting disparities in survival based on insurance status or type

Colton et al, 201918 66,556 Adolescents and young adults with lymphoma 
or leukemia

Private insurance vs public or no insurance Favors private insurance

Olszewski et al, 201819 9755 Medicare Part D beneficiaries or patients with other 
creditable prescription drug coverage with myeloma

Prescription drug coverage vs no prescription 
drug coverage

Favors prescription drug coverage

Goldstein et al, 201820 43,648 Patients 65 years and younger with NHL Private insurance vs no insurance Favors private insurance

Tang et al, 201921 11,861 Patients with cutaneous T-cell lymphoma Private insurance vs no insurance, Medicare, 
or Medicaid 

Favors private insurance

Pulte et al, 201722 10,690 Patients with AML No insurance and Medicaid vs other insurance Favors other insurance

Perry et al, 201723 5784 Patients 65 years and younger with CML Medicaid vs other insurance Favors other insurance

Ortiz-Ortiz et al, 201424 516 Patients in Puerto Rico with leukemia (nonspecified) Government health plan vs nongovernment 
health plan 

Favors nongovernment health plan

Fintel et al, 201525 10,403 Adolescents and young adults with acute 
lymphoblastic leukemia

Insurance vs no insurance Favors insurance

Master et al, 201626 67,443 Adults with AML Private insurance vs Medicaid, Medicare no insurance, 
or unknown insurance status 

Favors private insurance

Selby et al, 200127 59 Related-donor hematopoietic stem cell 
transplantation patients with AML or CML

Insurance vs no insurance Favors insurance

Pulte et al, 201528 37,253 Patients with NHL Non-Medicaid insurance vs Medicaid or no insurance Favors non-Medicaid insurance

Costa et al, 201629 10,161 Patients younger than 65 years with multiple myeloma Uninsured or Medicaid vs other insurance Favors other insurance

Keegan et al, 201630 9353 Adolescents and young adults with 
Hodgkin lymphoma

Private or military insurance vs public health insurance 
or no insurance 

Favors private or military insurance

Han et al, 201431 3858 Adults with DLBCL Private insurance vs no insurance or Medicaid Favors private insurance

Goldstein et al, 201955 NR Adults with Burkitt lymphoma Private insurance vs nonprivate insurance Favors private insurance

Parikh et al, 201532 45,777 Adults with Hodgkin lymphoma Private insurance vs no insurance or Medicaid Favors private insurance

Bradley et al, 201117 523 Patients with AML Private insurance vs no insurance Favors private insurance

Blood cancer studies reporting no difference in survival based on insurance type

Srour et al, 201733 217 Adults with AML Publicly insured vs privately insured vs no insurance No difference

Al-Ameri et al, 201434 130 Adults with AML Regression model using any insurance type No difference

Blood cancer studies reporting mixed findings on disparities in survival based on insurance type

Yung et al, 201135 2073 Nonelderly adults aged 21-64 years with AML 
or Hodgkin lymphoma

Medicaid enrolled vs nonenrolled Mixed findings

Olszewski and Foran, 201536 5797 Patients with DLBCL Factors mediating insurance-associated 
survival disparities 

Mixed findings

AML, acute myeloid leukemia; CML, chronic myeloid leukemia; DLBCL, diffuse large B-cell lymphoma; NHL, non-Hodgkin lymphoma; NR, not reported.
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subsidized demonstrated greater nonadherence 
to TKI treatment.48 This study demonstrated an 
association between low-income subsidies and 
nonadherence but did not claim that low-income 
subsidies cause nonadherence.48 Unrelated to 
Medicare Part D, a small study found that among 
20 US cancer center directors and chief medical 
officers surveyed, 15 were concerned about the 
financial viability of their chimeric antigen receptor 
T-cell immunotherapy programs, citing Medicare 
reimbursement rates and manufacturer prices as the 
primary drivers of viability concerns.40 

Two studies reported financial burden for those 
with commercial health insurance. A 2014 study 
reported on the financial burden associated with 
higher copayments,49 and a 2001 (pre-ACA) study 
reported that 61% of survey respondents paid out of 
pocket for some aspect of medical care that was not 
covered by their health insurance coverage following 
a diagnosis of hairy cell leukemia.39 Just one study 
from 2015 reported on the financial burden for 
Medicaid beneficiaries with blood cancer,38 and 
a 2011 study reported on the costs of inpatient 
treatment for uninsured patients with acute myeloid 
leukemia.17 

Access to insurance. A few studies analyzing 
pre-ACA data highlighted the difficulty in obtaining 
health insurance (or in navigating gaps in insurance) 
following a blood cancer diagnosis.39,50,51 Expanding 
access to comprehensive health insurance coverage 
was a primary mission of the ACA,1 and now, post 
ACA, a blood cancer diagnosis is no longer the threat 
it once was to a patient’s ability to enroll and stay 
enrolled in a health plan. Although multiple studies 
have examined the impact of the ACA on insurance 
coverage and insurance-related outcomes pre- and 
post implementation, only one pre-post ACA 
study was found to have focused on a population 
of patients with blood cancer. In a 2019 registry 
study, Ramachandran and colleagues observed no 
difference in the rates of newly diagnosed cutaneous 
T-cell lymphoma by insurance type (defined as 
uninsured, Medicaid insured, and non-Medicaid 
insured) before and after full implementation of the 
ACA.52 This was true when looking across all states, 
whether Medicaid expansion or nonexpansion 
states.52 Also related to access, one study found that 
lack of insurance was associated with advanced 
stage of Hodgkin lymphoma diagnosis.53 

Insurance and clinical trial access. Only one 
study looked at insurance-related access to clinical 
trial participation for patients with blood cancer. A 
2014 case study investigating the variation in Med-
icaid policies among states in 2012 found that only 
a few states provided the recommended benefits 
(ie, recommended benefits developed by multiple 
stakeholders) for hematopoietic cell transplantation 
clinical trial coverage.16 

Insurance and race/ethnicity. A number of studies 
reported an association between race/ethnicity and 
blood cancer outcomes, with poorer outcomes for 
patients who are Hispanic, African American and 
non-Hispanic Black.17,29,30,35,53 However, just 2 exam-
ined whether race/ethnicity remained associated 
with varying outcomes after adjusting for insurance 
status,35,53 and both found that race/ethnicity was 
no longer significantly associated with blood cancer 

outcomes when regression models were adjusted for 
insurance status. 

Insurance and other outcomes. Only a handful 
of blood cancer–specific studies addressed quality 
of care16,41,46,53 or health-related QOL (HRQOL)39 as 
outcomes of interest, and these were not primary 
outcomes of any of the identified studies. The 
relationship between these outcomes and insurance 
status among patients with blood cancer remains 
largely unknown. 

Discussion/Gaps in the Current Evidence 
A modest body of scientific evidence suggests 
that survival among patients with blood cancer is 
affected by insurance status and type, with better OS 
among the insured vs the uninsured and better OS 
among those with commercial insurance vs public 
insurance. Similarly, studies of registry and claims 
data suggest a significant insurance-related financial 
burden for patients with blood cancer. 

However, a number of limitations are associated 
with the existing literature, which ultimately hinder 
the development of evidence-based policymaking in 
this area. Evidence of the associations among insur-
ance status, insurance type, survival, and financial 
burden are based primarily on retrospective cohort 
studies that may fail to control for comorbidities 
and confounders. Additional studies, including 
prospective cohort studies and large well-controlled 
registry studies examining the impact of insurance 
on survival and financial burden, could confirm 
current findings and delve into key subgroups. 

Almost no current research is focused on import-
ant outcomes beyond survival and financial burden, 
such as the impact of insurance on clinical trial 
participation, quality of care, HRQOL outcomes, 
TRAEs, and cancer recurrence. Access to trials, in 
particular, has been of longstanding interest to 
policymakers; Congress recently passed the Clinical 
Treatment Act to improve trial-related coverage for 
Medicaid beneficiaries. Implementation of this law 
would be enhanced by research exploring whether 
uninsurance or underinsurance might continue to 
act as a barrier to trial participation in the future, as 
well as the reforms that would be needed to address 
such barriers in full. 

Few studies have focused on diverse racial and 
ethnic groups, patients with low income, Medicaid 
beneficiaries, uninsured patients, and patients 
residing in rural settings. Similarly, relatively few 
studies have focused on adolescents and young 
adults, and just 14 studies (9%) focused on families 
with a pediatric patient. As a result, little is known 
about the impact of insurance on blood cancer 
care within these vulnerable populations. Although 
policymakers have expressed commitments to 
addressing health disparities, evidence-based 
policymaking in this area will be constrained by the 
gaps in this literature.

No peer-reviewed studies have examined blood 
cancer outcomes related to short-term, limited-du-
ration health plans and other types of insurance-like 
products (eg, fixed indemnity plans or health care 
sharing ministries) that do not comply with the 
ACA’s market reforms and thus require plan enroll-
ees to assume significant financial risk. With several 
million people already enrolled in some of these 

plan types,54 it is critical to know the extent to which 
such coverage contributes to large-scale financial 
toxicity for patients living with costly diseases like 
blood cancer.

No studies have evaluated the implementation 
of interventions designed to improve access to 
or use of insurance among patients with blood 
cancer (eg, patient navigators focused on insurance 
access; insurance-related education programs). 
Implementation research should examine the 
methods and strategies that facilitate the uptake 
of evidence-based insurance-related programs 
and guidelines into practice. Such research would 
be timely because the Biden administration has 
identified increased enrollment in qualified health 
plans as necessary to stabilize the ACA’s insurance 
marketplaces, and policymakers have recently 
expressed a desire to curb broker practices that 
steer unwitting patients to inferior health insur-
ance plans.54 

Conclusions
The current body of peer-reviewed literature 
provides evidence that insurance status and type 
affect OS and financial burden for patients with 
blood cancer. However, evidence is insufficient 
on the impact of insurance on other important 
outcomes, including clinical trial participation, 
quality of care, and HRQOL. In addition, evidence 
specific to key vulnerable populations is insufficient. 
Further research is needed to guide policymaking 
in these areas and to help patients effectively 
navigate the health insurance marketplace, gain 
better access to high-quality care, and achieve better 
health outcomes. ◆
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