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Abstract

Health policies and associated research initiatives are constantly evolving and changing. In recent years, there has been a dizzying increase in
research on emerging topics such as the implications of changing public and private health payment models, the global impact of pandemics,
novel initiatives to tackle the persistence of health inequities, broad efforts to reduce the impact of climate change, the emergence of novel
technologies such as whole-genome sequencing and artificial intelligence, and the increase in consumer-directed care. This evolution
demands future-thinking research to meet the needs of policymakers in translating science into policy. In this paper, the Health Affairs
Scholar editorial team describes “ten health policy challenges for the next 10 years.” Each of the ten assertions describes the challenges and
steps that can be taken to address those challenges. We focus on issues that are traditionally studied by health services researchers such as
cost, access, and quality, but then examine emerging and intersectional topics: equity, income, and justice; technology, pharmaceuticals,
markets, and innovation; population health; and global health.
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Cost, access, and quality consumers’ choice of providers. As a result, consumers have

Thinking beyond the insurance card: How do to navigate provider networks that may be inadequate due

systemic barriers affect access to care and what we to their restrictiveness.> Moreover, the provider directories of-
can do about it? fered to consumers by carriers are often highly inaccurate and
may include thousands of “phantom” or “ghost” providers.”*
The maldistribution of medical providers as well as local and
national shortages in some specialties further exacerbate this
problem.” Many Americans, particularly those traditionally
marginalized by the medical system, also lack the confidence
and trust in the medical profession to provide appropriate
and effective care and avoid or delay care as a result.® In add-
ition, expanding health coverage to more Americans in the

Despite reaching an all-time low uninsurance rate in 2022," a
growing realization has started to set in across the United
States that handing out insurance cards does not serve as the
final step in the goal of increasing the health of all
Americans. Indeed, enrolling individuals into health coverage
is only meaningful if they can access the medical care they
need, and if they can do so in a timely manner. Yet, the prob-

lems of connecting patients with care are widespread and wake of the Affordable Care Act has not solved the underlying
multifaceted. For example, today’s insurance products are high-cost problem the US health care system faces.” As a re-
overwhelmingly managed-care arrangements that restrict  sult, even many insured Americans, particularly elderly,
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Black, and Hispanic adults, and those with lower incomes,
continue to face financial barriers to care because of
out-of-pocket payments.®

Research focusing on the experience of consumers as well as
the implications on the lives of consumers impacted by these
challenges is a crucial next step. Researchers should be en-
gaging these issues from a variety of viewpoints as well as
methodological approaches to better understand the effects
on individuals, their health, their finances, and their broader
life experiences. Moreover, future research should also remain
focused on providing the information needed to policymakers
to improve consumers’ lives.

At the same time, researchers should be willing to take a
broader look at consumer experiences beyond the explicit
focus on the health care field as many barriers are reflective
of broader societal issues. Systemic and structural racism
continues to also impose substantial barriers for many
non-White Americans needing access to care and contrib-
utes to widening existing health disparities.” The corona-
virus disease 2019 (COVID-19) pandemic as well as the
ongoing opioid epidemic only increased these barriers,
particularly for children.'® Moreover, many individuals
lack the means of transportation as well as other resources
to access medical care when needed.'’ Government pol-
icies, like the enforcement of immigration restrictions via
interior border checkpoints, only further exacerbate these
challenges.'?

There may be great value in expanding traditional defini-
tions and conceptions of health-related research to develop
a better understanding of the challenges consumers face in
accessing care. Moreover, research should particularly fo-
cus on traditionally marginalized populations because these
populations may face access challenges above and beyond
those experienced by other groups. Importantly, research
should be mindful to include the perspectives of these
populations not only in terms of the focus of the research
but also the unique methodological approaches that may
be required to conduct meaningful and policy-relevant
research.'?

New health care over-the-counter products: What
will be required to meet consumer needs?

The market for over-the-counter (OTC) health products
continues to expand dramatically.'® This increase is not only
for products that have been on the market for decades, such
as nutritional supplements, but also for new categories of
products, such as online eye exams and prescription glasses,
direct-to-consumer genetic and other types of screening tests
such as those for COVID-19 infection, and online pharmacies.
These trends are changing the relationship between consumers
and health care in significant ways, just as other paradigm-
shifting changes, such as ride-sharing apps, radically changed
transportation habits and the traditional taxi industry.

A prime example of the advantages—and challenges—of
the move to OTC health products is the recent US Food and
Drug Administration (FDA) approval of the marketing of
OTC hearing aids. There is a huge unmet need for affordable
and accessible hearing device products as statistics show that
the majority of individuals who would benefit from hearing
aids do not use them.'® This need is particularly acute in
marginalized and geographically inaccessible communities,
given the high cost of traditional hearing aids. Moreover,
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Medicare does not provide coverage for them and neither do
many Medicaid programs.'® However, there were widespread
concerns about whether OTC hearing aids were appropriate,
and thus passage of the relevant Congressional acts and
FDA approvals took many years.

Rapid and timely research is urgently needed on the im-
plications of OTC products for consumers and providers
that includes their unique perspectives. For example, it
will be important to assess whether OTC hearing aids truly
provide greater access to meet a pressing population health
need or whether consumers get lost in a bewildering maze
of products and are unable to choose and appropriately
use the best device for them. The historical provider model,
which relies on audiologists to work directly with consum-
ers to choose and purchase traditional hearing aids, will
have to evolve to address the OTC market. Research also
needs to consider the many stakeholders that will play a
role in successful implementation of OTC products, includ-
ing payers and industry, and the complex practice and pol-
icy environment within which these products will be
marketed.

Intersections with health care: equity,
income, and justice

Safety-net programs: Why do we make it so hard for
families to receive social safety-net benefits?

Itis increasingly recognized that social factors like poverty and
housing are key determinants of health. Yet, the United States
dedicates a smaller percentage of its Gross Domestic Product
(GDP) to social spending on families than the average
Organization for Economic Co-operation and Development
(OECD) country (0.6% vs. 2.1% in 2019).'” Despite having
a much higher GDP per capita, the United States has a lower
life expectancy and higher infant mortality than other high-
income countries.'® Part of this discrepancy is that safety-net
policies in the United States are less generous than those in
other countries; for example, the United States is the only
high-income country not to provide paid family leave to new
parents and is among the only countries not to provide a basic
income benefit for families with children (like the 2021 ex-
panded child tax credit).

Another major understudied component of this problem is
that it is challenging for economically disadvantaged families
to access the benefits for which they are eligible.'” For ex-
ample, the largest US poverty alleviation program—the earned
income tax credit (EITC)—has well-known positive health ef-
fects, yet it is administered through the tax system, a notori-
ously bureaucratic system that is more difficult to navigate
for the most vulnerable families who would benefit the most
from the EITC.?° In fact, most US safety-net programs require
their own individual application processes, requiring cash-
and time-strapped households to complete redundant paper-
work and often attend in-person interviews, and to do so on
a regular basis to recertify frequently.

A small but growing literature is focused on understanding
and addressing low take-up of social safety-net programs to
address health equity.”' Yet, there is much work to be done
to understand how to tackle the different facets of the prob-
lem, including streamlining multiple applications in the face
of a fragmented and siloed safety-net system, scaling up small
interventions that have been shown to be successful, and part-
nering with state and federal agencies to simplify eligibility
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requirements and reduce administrative burdens. The rapid
pace of policymaking to improve access to safety-net pro-
grams during COVID-19 demonstrated that governments
and practitioners have the capacity to work quickly in this
space”*—for example, reducing the churn of Medicaid benefit
receipt among eligible families through the continuous enroll-
ment provision. The possibility for innovation in this space
makes this topic a critical emerging area of program develop-
ment and evaluation to address health equity.

Ensuring access to care for patients with

limited ability to pay: What are the unintended
impacts of poorly targeted support for the health
care safety net?

All countries, regardless of their specific health payment ap-
proach, must consider how patients can equitably access
care. Even countries with publicly funded systems have
gaps in access. For example, although the United Kingdom
has the world’s largest government-run and -funded health
care system, a recent survey found that and one in eight
adults paid for private insurance because waits were too
long.*?

These issues are particularly acute in the United States, with
its complex mix of private and public insurance programs.
Despite historic expansions of public and private coverage
under the Affordable Care Act, many patients cannot afford
care in the US health care system. Uninsured or underinsured
patients rely on the health care safety net, a crucially import-
ant, yet loosely organized collection of public and private
providers willing to provide unreimbursed care, or uncompen-
sated care.”* An analysis from 2015-2017 suggests that the
annual dollar value of uncompensated care totaled over $42
billion.>* To offset the cost of uncompensated care, federal
and state governments provide support to safety-net providers
in a variety of forms such as Disproportionate Share Hospital
(DSH) payments, Section 330, grants to community health
centers, Veterans Affairs funding, and the 340B drug discount
program. The estimated annual dollar value of this support is
$34 billion, leaving a sizeable amount of unsubsidized uncom-
pensated care.”’

How safety-net providers share the burden of unsubsidized
uncompensated care is an important question that has
received insufficient attention in the research literature despite
its importance sustaining the safety net. There is often a poor
match between safety-net funding and the burden of uncom-
pensated care, and thus providers with significant uninsured
and low-income insured populations sustain high amounts
of uncompensated care relative to their budgets, while the sub-
sidies that others receive may exceed their uncompensated
care costs.”® Recent work demonstrates that the eligibility
criteria used to allocate Medicare disproportionate-share
hospital payments and 340B drug discounts undersubsidizes
hospitals with significant uncompensated care burdens,*®
and that a significant proportion of hospitals receiving
Medicaid DSH do not meet reasonable definitions of safety-
net status.”’

With better targeting, policymakers can strengthen the
safety net and therefore also improve access to care for the
uninsured and low-income insured patients who rely on it.
Better matching support to unsubsidized, uncompensated
care burden can facilitate safety-net hospitals’ investments

in technology and services,>® improve quality of care, im-
prove financial outcomes,?”** and possibly improve health
equity®! and achieve critical public health goals.?

Policymakers have shown interest in improving the tar-
geting of support for safety-net providers.®®> However, ex-
isting research suggests that identifying better allocation
methods will be challenging as there is no single definition
of what constitutes a safety-net provider’* and definitions
can dramatically affect the characteristics of recipient
hospitals.*®

Are structural inequities hampering hospitals’ ability
to address social determinants of health?

Hospitals and health systems have the potential to play a sig-
nificant role in addressing health inequities in the communities
they serve. This is particularly true among low-income com-
munities of color that face some of the starkest disparities in
health care coverage, access, and clinical outcomes. Central
to these efforts is meaningful engagement and partnerships>®
to address social determinants of health with local communi-
ties that health systems serve.

Emerging evidence, however, raises substantial concern
that structural inequities may hamper the ability of safety-
net hospitals, which disproportionately serve low-income
and racially/ethnically minoritized populations, to address
their patients’ and communities’ social needs.>” These in-
equities are, in part, driven by structurally discriminant
factors®® at the core of our current hospital financing
system.

Our current hospital reimbursement system*” effectively as-
signs a lower dollar amount for the care of low-income, Black,
and Latino people, given their disproportionate enrollment in
insurance plans like Medicaid, which reimburse hospitals less.
And while DSH payments are intended to subsidize these hos-
pitals’ care of underinsured patients, the current allocation of
DSH payments may structurally disadvantage certain commu-
nities,”! with fewer dollars flowing into low-income commu-
nities of color.

Another potential driver is related to the hospital non-
profit status system,>® which exempts hospitals from paying
local, state, and federal taxes if they demonstrate that they
are providing a benefit to their community. Given that there
is little to no oversight of tax-exempt charitable status,*®
nonprofit hospitals are often operating virtually indistin-
guishable from for-profit hospitals, and their mission is to
maximize profits, which are re-invested in the health sys-
tem, including the use of tax savings for their own employ-
ees’ and administrators’ benefit, and not for the benefit of
their community.

Moving forward, if the aim is to improve health equity,
policymakers must consider strategies that directly target
structural inequities that stem from our current hospital
financing system, including consideration of further regula-
tion to ensure fair reimbursement for the care of low-income
people of color and appropriate allocation of funds meant
to meet the needs of socially vulnerable communities.
Research is needed that evaluates the impact of interven-
tions or policies that may better align the reimbursement
of health care services with the needs of the community, in-
cluding more fair distribution of community-benefit sup-
port to at-risk communities.



Health care technology, pharmaceuticals,
markets, and innovation

With mergers of insurers and pharmacy chains and
growth of online generic retailers, can community
pharmacies survive?

Pharmacies play a crucial role in the provision of medications
and patient-centered medication management services, as
demonstrated in the COVID-19 pandemic. Pharmacy accessi-
bility is indispensable for equity in health care access, as phar-
macies can reach individuals who do not interact with other
health care providers.*” Pharmacy access is jeopardized by
the increasing trend in pharmacy closures observed in the
past few years. But why are pharmacies closing?

Pharmacists have limited opportunities to bill for their serv-
ices as they have not been granted provider status, which pre-
cludes them from billing Medicare Part B. As a result, the
business model of community pharmacies relies on the dis-
pensing of prescription drugs. One reason behind pharmacy
closures is the declining reimbursement rates associated with
the consolidation of the pharmaceutical benefit management
industry.*! Another reason is the exclusion of pharmacies
from the preferred networks of major health plans.** The ex-
clusion from preferred networks predominantly affects inde-
pendent pharmacies and has been catalyzed by the vertical
integration of insurers with pharmacy chains, as insurers in-
centivize patients through lower cost-sharing to fill prescrip-
tions in their own pharmacies.

In the past year, two online entities have made the headlines
for disrupting the pharmacy market. Mark Cuban founded an
online generic retailer, Mark Cuban Cost Plus Drug
Company, which dispenses generic drugs at acquisition cost
and a markup, which are lower than insurance copayments.
As another example, in January 2023, Amazon announced
that it would dispense fifty top-selling generic drugs for $5
per month to its Prime members. With pharmaceutical benefit
managers increasingly pushing pharmacies’ margins, and
Mark Cuban Cost Plus Drug Company and Amazon dispens-
ing generics, can we expect community pharmacies to stay in
business just to administer only other prescriptions and
vaccines?

The changing pharmaceutical reimbursement landscape
calls for robust research that assesses the implications of these
changes. Such research should evaluate the impact of pharma-
ceutical benefit manager consolidation, vertical integration of
insurers and pharmacy chains, increasing restrictiveness of
pharmacy networks, uptake of mail order, and entry of online
generic retailers on the financial sustainability of community
pharmacies.

The private equity “takeover” of health

care: What does it mean?

Private equity investment into health care accelerated rapidly
over the last decade and shows no signs of slowing down.
Private equity firms now play a meaningful role across the
health care industry, from hospitals and nursing homes to
physician practices and dental clinics to biotechnology, medic-
al devices, and information technology. This infusion of cap-
ital offers the potential for investments that may improve
patient care and generate economies of scale, but private
equity’s focus on short-term profits and efficiency also raises
concerns about patient harms and higher costs.
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Numerous news stories have identified examples of fraudu-
lent activity,** overtreatment,** aggressive billing practices,*’
and widespread use of noncompete and nondisclosure agree-
ments associated with private equity—owned facilities and
medical groups. Also, recent empirical evidence suggests that
private equity acquisitions of medical practices lead to higher
prices and, perhaps more concerningly, that their acquisitions
of nursing homes tend to increase mortality rates.**~** The fu-
ture is likely to bring the further consolidation of many phys-
ician specialties by private equity firms and expanded
investments in primary care, behavioral health, and specialty
practices with significant exposure to value-based payment
models. Inevitably, this investment will bring with it both
pros and cons.

The trillion-dollar question is how legislators and regulators
should respond to private equity’s “takeover” of health care.
One school of thought is that a presumption of patient harm
should accompany private equity acquisitions in health care
and that lawmakers, therefore, should enact roadblocks to
such acquisition through stronger corporate practice of medi-
cine rules or similar means. Others argue that lawmakers
should instead focus on weeding out the market failures and
payment loopholes that private equity (and other acquirers)
can exploit, such as laws regulating surprise billing, the
Federal Trade Commission’s decision to prohibit noncom-
petes, and stronger antitrust and fraud enforcement.

Not enough is known, though, about private equity’s net ef-
fects on quality of care and patient experience. More research
—qualitative, descriptive, and empirical—is needed to help
policymakers, providers, and patients understand the effects
of and respond to this growing trend. The research community
is forced to play catch-up as private equity continues to ex-
pand into new arenas of health care.

The road ahead for health policies on genomic
testing and precision medicine: Much accomplished
but what remains to be addressed?

On June 26, 2000, two key leaders of the mapping of the hu-
man genome—Francis Collins and Craig Venter—stood with
the US President Bill Clinton in the White House as he an-
nounced: “With this profound new knowledge, humankind
is on the verge of gaining immense, new power to heal.
Genome science will have a real impact on all our lives—and
even more, on the lives of our children. It will revolutionize
the diagnosis, prevention, and treatment of most, if not all, hu-
man diseases.”*’

Over two decades later, genomic testing and the general
field of “precision medicine”—which uses information about
a person’s genome and advanced computing tools for data ag-
gregation to precisely target prevention, diagnosis, and treat-
ment—have made great advances. Genomic testing is
routinely used in a range of clinical scenarios, including cancer
risk screening for BRCA1/2, noninvasive prenatal testing for
fetal anomalies, and genomic sequencing of tumors to target
effective treatments and to diagnose rare diseases in
newborns.*’

Yet, much more health policy research is needed, both on ex-
isting uses of genomics and those that are emerging. Although
much has been accomplished, much more must be done if
genomics will indeed “revolutionize™ health care. Questions re-
main about the economic and societal value of using genomics
compared with other approaches, the impact on families of the
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identification of genetic variations that are inherited, the ethics
of identifying the possibility of future disease in newborns and
even fetuses, access to testing for underserved populations and
the lack of genomic data from non-White populations, the
often-contradictory preferences of individuals versus society
for genomic information, balancing innovation with affordabil-
ity, regulatory conundrums, and gaps in antidiscrimination le-
gislation. And although many countries worldwide have
genomic testing availability and government initiatives to de-
velop genomic databases and programs, there is little under-
standing of how approaches and policies compare across
countries.”'

Population health

“Nothing about us without us”: How can patient
engagement contribute to meaningful health policy
research?

Several global initiatives have emerged to recognize the value
of patient-centered care. For example, over a decade ago, the
US Congress created the Patient-Centered Outcomes
Research Institute (PCORI) to “conduct research to provide
information about the best available evidence to help patients
and their health care providers make more informed deci-
sions.”*” In Canada, provincial governments have adopted
health legislation based on a broad public consultation pro-
cess, “Putting People First,”*® which established principles
in the law that expanded efforts to engage the public in health
policy, and the Strategy for Patient-Oriented Research was
launched nationally by the Canadian Institutes of Health
Research to address the gap in research getting “knowledge
into action.”** In the United Kingdom, with a long history
of patient engagement, the National Institute for Health and
Clinical Excellence (NICE) has invited patient and public par-
ticipation to consider issues related to social value judgments
in assessments and the development of guidance and quality
standards on social care based partly on patient preferences.>>

Health care delivery and health policy change that does not
actively engage patients is no longer acceptable. With the on-
going challenges facing health care systems, patient engage-
ment in health policy research to inform health policy
changes will become increasingly important to the delivery
of effective and financially sustainable health care to an aging
population with complex chronic care needs.’® In the
Information Age of Medicine,”” patients are now empowered
to be partners in not only their care but also how health care is
delivered and the policies governing its delivery. Patient en-
gagement has been defined as “active, meaningful and collab-
orative interaction between patients and researchers across all
stages where decision-making is guided by patients’ contribu-
tions as partners recognizing their specific experiences, values
and expertise.””® Tokenism or symbolic efforts to have patient
representation on governance and advisory committees are
not the same as meaningful patient engagement.

The slogan “Nothing about us without us” was used origin-
ally to reflect the idea that no policy should be decided by any
representative without the full and direct participation of
members of the group(s) affected by that policy.”” The
United Nations used this phrase in 2004 as the theme for the
International Day of Persons with Disabilities,*® and more re-
cently, this statement has been used in the context of patients
and health care. It highlights the importance of engaging

patients to adhere to the principles of justice, equity, diversity,
and inclusion in countering systemic discrimination.

The potential benefits of meaningful patient engagement
working as “part of the team”—both in their own care and
in health policy research—are significant.®! It has been dem-
onstrated that patients who are “activated” achieve better out-
comes and their care is less costly.®>®® Aligning health care
policy to respond to what matters to patients and their prior-
ities has enormous potential to increase informed decisions
about health policy to improve patient-centered care.

There are tremendous opportunities to effectively and
meaningfully engage patients to advance patient-centered
care at all levels of knowledge mobilization. An innovative
approach to how patient engagement can create new roles
and relationships within health systems to impact health re-
search and health policy is the partnership with patients in
the Strategy for Patient Oriented Research Chronic Disease
Networks (SPOR). As an example, in the IMAGINE SPOR
Network of gastroenterology centers across Canada, pa-
tients are involved in a wide range of roles.®* Patients are in-
cluded at all levels of governance of the network as co-leads
for the core projects and the cross-cutting themes. As part of
the Patient Engagement theme, patients can be involved in
an advisory role to the research program, and in providing
input to internal study materials, testing data-collection
tools, and participating in national committees overseeing
the network. As part of the capacity-building efforts in
patient-oriented research, some patients undertake intensive
1-year training in patient experience research in the Patient
and Community Engagement Research Programme
(PaCER) university certificate program and as patient re-
search partner graduates and subsequently engage in clinical
and scientific knowledge mobilization activities to inform
health system change and health policy.®*>°® In these ways,
patients, as patient research partners, help bridge the gap be-
tween patient experience and knowledge implementation in
the health care system.

Global health

Building a truly global perspective: How can
researchers contribute?

Recent phenomena have made apparent the interconnected-
ness of our global community; what happens in one country
touches us all, whether the spread of COVID-19 infection
and of technologies to combat it, or crises from wars to climate
change and their humanitarian consequences. Global health
policy research is a particular gap in the scientific literature,®”
despite the richness of experience across the world.
Researchers and policymakers everywhere can learn from
Rwanda’s community health insurance program or Turkey’s
health system reforms. However, the public health and health
policy literature has long been dominated by authors and per-
spectives from high-income countries: over 80% of the
world’s population lives in low- and middle-income countries
(LMICs),°® yet authors from LMICs are underrepresented in
the scientific literature, particularly in meaningful authorship
roles.®”””!  Publications about LMICs, and with
LMIC-affiliated authors, are increasing—but progress has
been slowest for low-income countries®” and female authors
remain underrepresented.”” These inequities in publishing
have echoes in other imbalances seen across global health



and health policy research, such as in the financing for global
health research,”® boards and commissions focused on global
health issues,”*”> and representation at scientific conferen-
ces’® and journal editorial boards.””””®

Research must be accessible to a global audience. By con-
ceptualizing ourselves as a truly global community and remov-
ing the spatial connotations of “global health,” we can move
toward research that is equitable and reflexive”*—that is, crit-
ically reflective upon the scientific enterprise and how knowl-
edge is produced. Efforts are needed to disseminate
high-quality science across the globe and respectfully engage
and amplify international expertise and local voices. To
achieve this, we need models for sustainable and equitable
publishing models into the future.
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