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Policy Points:

� As Medicaid programs grow in scale and complexity, greater consumer
input may guide successful program design, but little is known about
the extent to which state agencies are engaging consumers in the design
and implementation of programs and policies.

� Through 50 semistructured interviews with Medicaid leaders in
14 states, we found significant variation in consumer engagement
approaches, with many common facilitators, including leadership
commitment, flexible strategies for recruiting and supporting consumer
participation, and robust community partnerships.We provide early ev-
idence on how state Medicaid agencies are integrating consumers’ ex-
periences and perspectives into their program design and governance.

Context: Consumer engagement early in the process of health care policymak-
ing may improve the effectiveness of program planning and implementation,
promote patient-centric care, enhance beneficiary protections, and offer oppor-
tunities to improve service delivery. As Medicaid programs grow in scale and
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complexity, greater consumer input may guide successful program design, but
little is known about the extent to which state agencies are currently engaging
consumers in the design and implementation of programs and policies, and how
this is being done.

Methods:We conducted semistructured interviews with 50 Medicaid program
leaders across 14 states, employing a stratified purposive sampling method to
select state Medicaid programs based on US census region, rurality, Medicaid
enrollment size, total population, ACA expansion status, and Medicaid man-
aged care penetration. Interview data were audio-recorded, professionally tran-
scribed, and underwent iterative coding with content and thematic analyses.

Findings: First, we found variation in consumer engagement approaches, rang-
ing from limited and largely symbolic interactions to longer-term delibera-
tive bodies, with some states tailoring their federally mandated standing com-
mittees to engage consumers. Second, most states were motivated by prag-
matic considerations, such as identifying and overcoming implementation chal-
lenges for agency programs. Third, states reported several common facilitators
of successful consumer engagement efforts, including leadership commitment,
flexible strategies for recruiting and supporting consumers’ participation, and
robust community partnerships. All states faced barriers to authentic and sus-
tained engagement.

Conclusions: Sharing best practices across states could help strengthen pro-
grams’ engagement efforts, identify opportunities for program improvement re-
flecting community needs, and increase participation among a population that
has traditionally lacked a political voice.

Keywords: Medicaid, state health policy, consumer engagement, program de-
sign, vulnerable populations.

A broad body of literature argues thathealth care pol-
icymaking should incorporate public deliberation.1,2 From
an ethical standpoint, engagement is central to the principle of

respect for persons2 and can enhance the fairness and accountability of
decision making, particularly concerning how resources are allocated.3

Moreover, including the views of those most affected by policies is a crit-
ical component of a more equitable health policy.4 That is, members of
affected communities often know their specific needs and circumstances,
thereby allowing policies to take into account knowledge that outsiders
do not have.5 In addition, research has shown tangible benefits to public
engagement: policy decisions that incorporate input may better navigate
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and manage value conflicts as they arise,2 increase knowledge,6,7 build
public trust,8 and be viewed by the public as more legitimate.9,10,11

Public engagement in health policy decisions is particularly impor-
tant for programs that serve vulnerable communities, like those covered
by Medicaid. A recent review of stakeholders’ participation in health
care policy found, however, very few efforts that explicitly described par-
ticipation among vulnerable populations.12 Policymaking and program
design for Medicaid populations may lack meaningful engagement with
enrollees13 in part because this group typically lacks a political voice.14

For a number of reasons, both understanding and engaging with the di-
verse needs of Medicaid populations are receiving more attention. First,
Medicaid now constitutes the single largest source of public health in-
surance in the United States, covering 72 million children, older adults,
people with disabilities, and low-income populations.15 Second, along-
side Medicaid expansion under the Affordable Care Act (ACA), states
are increasingly pursuing their own reforms through waivers, managed
care, and other population health efforts,16 adding to the program’s het-
erogeneity and complexity. Third, under the Trump administration, the
Centers for Medicaid and Medicare Services (CMS) has advocated new
priorities focused on consumer-directed health care and broader state
flexibility.17 Fourth, the ACA strengthened a number of consumer-
centric processes relevant to Medicaid, such as adopting a new public
comment process for Medicaid waiver applications to allow for greater
transparency and public engagement.18 The federal government now
also administers a nationwide survey of adult Medicaid beneficiaries that
evaluates their health care experiences.19

Yet there is little standardization and guidance regarding the extent
to which Medicaid agencies should involve consumers in their policy
and program development. Federal law currently requires that states
have a medical care advisory committee (MCAC) to “advise the Med-
icaid agency about health and medical care services.”20 The agency di-
rector is expected to appoint “members … on a rotating and continuous
basis,” with at least one member being a consumer in order to provide
feedback about issues such as revisions to existing policies, policy devel-
opment, and methods of assessing quality and delivery of care. Without
federal monitoring, enforcement, or oversight, MCACs simply represent
a “floor” for consumer engagement structures and processes, with the
states retaining wide latitude in deciding how to implement and mon-
itor these efforts. Although some states have adopted new approaches
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to engage consumers in policy and program design,21,22 there has been
no systematic, multistate assessment of states’ consumer engagement
strategies.

Reports suggest that engaging consumers early in the process of pol-
icymaking improves the effectiveness of Medicaid’s program planning
and implementation, promotes patient-centric care, enhances benefi-
ciary protections, and offers opportunities to improve value in a system
that increasingly must do more with less.23,24 Recent work byMyers and
colleagues, for example, found that engaging Medicaid-eligible popu-
lations in Michigan in discussions about spending priorities yielded a
unique set of health care prioritization decisions. For instance, partici-
pants allocated more to mental health spending, which historically has
been underfunded, and allocated less to programs outside of benefit cov-
erage, which have received more policy attention in recent years, such as
spending on healthy communities.10 Similarly, a 2019 Community Cat-
alyst report found that enrollees’ feedback led Medicaid plans to change
their outreach or communications strategies (79%), benefits packages
(42%), or policies specifically related to social determinants of health
(26%).25

We have little evidence, though, regarding how state Medicaid agen-
cies engage consumers in their programmatic and administrative deci-
sion making. Instead, the research on Medicaid policymaking has gen-
erally focused on how states engage payers,26,27 providers, and consumer
advocacy organizations.28 Recent studies also have tended to look at
individual-level beneficiary engagement strategies29 targeting health-
promoting behaviors within Medicaid populations.30,31,32 With the ex-
ception of some recent work on consumer input in work and commu-
nity engagement requirements,33 there has been limited research on
consumer engagement in the design and implementation of Medicaid
programs and policies.13,34

Understanding why some states engage consumers, and how they are
doing so in the context of resource and time constraints, offers impor-
tant lessons for Medicaid programs pursuing health systems transforma-
tion to improve the quality, value, and experience of services provided.
To that end, using data collected from semistructured qualitative inter-
views with 50 Medicaid administrators and stakeholders in 14 states,
we describe state agencies’ approaches to engaging consumers in their
administrative and programmatic decision making. We emphasized the
motivations behind these efforts, and perceived benefits, barriers, and
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facilitators to incorporating consumer voices into Medicaid’s program
design.

Methods

Study Design

Our goal was to recruit a diverse sample of state Medicaid programs
in order to describe the scope of consumer engagement efforts across
different state and administrative contexts. Accordingly, we employed
a stratified purposive sampling method, selecting state Medicaid pro-
grams based on US census region, rurality, Medicaid enrollment size,
total population, ACA expansion status, and Medicaid’s managed care
penetration. We contacted state Medicaid directors and administrators
in 17 states, recruiting interview subjects in stages. Two states declined
to be interviewed, and one state did not respond to multiple interview
requests. Within the states, we used snowball sampling to identify and
recruit additional informants who had varying roles and could explain
different consumer engagement efforts across a given Medicaid agency.
The Institutional Review Board at Oregon Health & Science University
approved this study.

Data Collection and Analysis

From April to September 2019, three members of our research team
conducted one-hour, semistructured individual (n = 17) and group (n
= 33 participants in 12 group interviews) telephone interviews with
Medicaid directors and other leadership (e.g., program and division
directors/chiefs, program managers and coordinators, policy advisers,
policy analysts, chief medical officers, medical directors, and other ad-
ministrators) with relevant knowledge of consumer engagement efforts
within the agency. Group interviews were conducted at the partici-
pants’ request and included between two and five individuals. A total
of 50 interviewees participated in 29 interviews, representing 14 state
agencies.

We pilot tested the interview protocol with three former state
Medicaid directors and iteratively refined it in subsequent interviews.
Domains covered included: motivations and benefits of consumer
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engagement; mechanisms of consumer engagement in rule making, pro-
gram design, and implementation; variation of consumer engagement
approaches in Medicaid populations; perceived impact and “success” of
engagement efforts; and organizational/structural facilitators and barri-
ers to consumer engagement. We asked the interviewees to share their
approaches and experiences with all consumer engagement efforts, not
just those they regarded as “successful.” We defined consumer engage-
ment efforts as bidirectional information exchanges between beneficia-
ries and Medicaid agencies to inform the design, implementation, and
evaluation of state programming, rather than unidirectional outreach,
marketing, and education.

We had the interview data professionally transcribed and transferred
to ATLAS.ti (Version 8, ATLAS.ti Scientific Software Development)
for data management and analysis. We conducted both content and
thematic analyses using an inductive approach at the semantic level,
focusing on capturing ideas about, perspectives of, and approaches to
consumer engagement directly from the interview data.35,36 Using an
iterative process, we generated a preliminary coding schema after re-
viewing an initial selection of transcripts. Three research team members
coded an overlapping sample of 14 transcripts, then met to discuss codes
and resolve any discrepancies through consensus. We then coded the re-
maining transcripts independently. All of us met periodically to discuss
codebook revisions and emerging themes.

Results

In this article, we describe the different consumer engagement mecha-
nisms used, including variations of federally mandated MCACs; ratio-
nales for engagement; examples of the perceived “success” of engage-
ment efforts and their facilitators; and the barriers encountered. Table 1
shows selected characteristics of the participating states, with counts of
each state’s primary “bidirectional” engagement mechanisms. Overall,
the states used heterogeneous approaches to engage consumers in pol-
icy and programmatic decisions, with significant variations in the ex-
tent of engagement and use of consumer input. Two states reported lim-
ited consumer engagement efforts, citing competing priorities and scant
resources. While some engagement mechanisms, like MCACs, were
common, their structures and implementation varied.
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Tailoring of Medicaid Consumer Advisory
Councils

Although all the states reported some form of the federally mandated
Medicaid consumer advisory council (MCAC), how their agencies used
the MCACs differed widely, with two states reporting few consumer
members beyond the federal requirement of at least one consumer repre-
sentative. For example, in one state, the MCAC was composed largely of
clinicians and health care administrators, with two representatives from
community advocacy organizations who were not Medicaid members
themselves. These meetings were characterized as “griping” sessions,
with the state working actively to repurpose this stakeholder group to
facilitate more actionable steps. In addition, one state’s MCAC was re-
ported to be “symbolic” only, met twice yearly, and had no consumer
members.

At the other end of the spectrum, just over half the states enhanced
the consumer role in their MCACs by recruiting several consumer mem-
bers to the committee or by establishing additional advisory committees
made up of only Medicaid enrollees. One state had a standing subcom-
mittee of preexpansion and postexpansion Medicaid beneficiaries who
concentrated solely on identifying consumer needs and elevating them
to other advisory and policymaking bodies. Another state had 30 to 35
consumer members on its main MCAC body, which met quarterly. As
in many other states, this MCAC also had separate consumer advisory
groups to address specific population needs like children’s services and
behavioral health. Yet another state reported thatmore than 400 enrolled
individuals applied to be part of a supplementary, communications-
focused, Medicaid advisory panel, with a total of 15 members chosen
for a one- to two-year term. A perceived benefit of these panels was
that consumer participants were more likely to develop understanding
of complex Medicaid policies, thereby permitting them to contribute
more relevant feedback.

Diverse Engagement Approaches

About two-thirds of states supplemented their MCACs and similar
stakeholder advisory groups with additional engagement mechanisms,
including standingmeetings with advocacy organizations and other con-
stituents, town halls, and focus groups. These states’ leaders were more
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likely to cite the importance of including consumer perspectives inMed-
icaid programming and reported several reasons for employing a variety
of engagement efforts. First, they found that implementing a variety of
approaches could more feasibly capture a mix of voices in the commu-
nity. As one state Medicaid director explained, “We want every resident
to have the same opportunity to provide feedback and the same weight
rather than a single committee representing millions.” These meetings
were often devoted to a specific program. For example, one state part-
nered with a regional nonprofit to gather consumer experiences as part of
its case management service redesign, and another state held consumer
meetings as they transitioned to managed care for long-term services and
supports (LTSS).

Second, those states that reported more robust consumer engagement
efforts used different approaches to different-use scenarios. Table 2 shows
examples of consumer engagement efforts at various stages of policy
development, from early policy conception to policy design, commu-
nications about proposed changes, implementation, and review/future
planning. One state supplemented a standard MCAC with short-term
“collaboratives” that engaged consumers and other stakeholders in an
evidence-based review of specific benefit offerings. Later these groups
turned to nonemergency transportation and transgender health bene-
fits. In states with particularly large and diverse Medicaid populations,
the interviewees described consumer engagement efforts targeting spe-
cific subpopulations. One state created dedicated consumer stakeholder
groups to advise on waiver programs for members with intellectual and
developmental disabilities. Several others had workgroups for services
for behavioral health and for children with disabilities. Three states
reported developing materials specifically for non-English speakers, as
well as for the visual and hearing impaired.

The states used various communication tools to recruit participants
to committees, town halls, and other forums. A Medicaid deputy secre-
tary reported developing an “extensive list of individuals for immediate
contact. From that, we ask people to self-select into an advisory com-
mittee [for a particular policy].” Email communications and surveys
were used to improve turnout at in-person meetings and for post-hoc
program evaluations. Interviewees had mixed experiences using remote
meeting options like web-based meeting platforms, but they pointed
to the potential benefit of incorporating virtual meeting technolo-
gies, particularly in states with large rural populations and geographic
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dispersion. The states reported minimal use of social media as a way of
obtaining consumers’ input regarding programs or policies, citing con-
cerns with patients’ privacy and agency staffing. When used, social me-
dia were mainly a tool for outreach and Medicaid program promotion.
A minority of states did report relying on public comment periods as
their primary consumer engagement mechanism, although all states are
federally required to hold public comment periods for certain types of
proposals.

Rationales for Consumer Engagement

The states cited different reasons for implementing consumer engage-
ment efforts. Nearly all state leaders highlighted pragmatic perceived
benefits of engaging consumers, such as identifying problems more
proactively; using enrollees’ perspectives to improve health prevention
and services; and assessing program efficacy, consumer experience, and
the impact of policy or care delivery changes. Future program planning
was another motivation, as one administrator stated: “When you are
putting together your budget, [understanding enrollees’ needs] gives
you a sense of what you want to ask for in the future.”

A widely shared sentiment, as one program division director put it,
was the benefit of having “boots on the ground”: “We can design policy
all we want … but if we’re not talking to the people who are directly
impacted by it, we’re missing nuances, potential gaps, or inadvertent is-
sues that we wouldn’t have anticipated.” This rationale was driven partly
by earlier adverse experiences with program implementation. One state
leader recounted a Medicaid waiver rollout in which “a series of flubs
[led] the community to become much more engaged” and prompted
the agency to ensure “broader consumer and family involvement more
formally.”

Only three states explicitly linked consumer engagement with values-
based motivations. Those states that did so emphasized goals like reduc-
ing health disparities and enhancing “patient-centered” program design.
The respondents attributed these motivations to organizational culture
and leadership at the state and agency levels. One leader of a Medicaid
subagency reported that an engagement goal was to “increase awareness
and concern about equity,” specifically “gaps in access and achievement
based on racial disparities. Could we connect with people who aren’t
used to working with government and learn from them?”
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Figure 1. Examples of Program or Policy Changes After Consumer
Input

Figure 1 shows examples of the perceived impact of consumer engage-
ment efforts on specific Medicaid programs and policies, based on the
authors’ analysis of stakeholder interviews.

Still others reported being “forced” to engage consumers through leg-
islative mandates at the state and federal levels. Several cited the recent
ACA reforms that require states to adhere to certain activities, includ-
ing establishing Medicaid managed care consumer advisory panels, par-
ticipating in CMS-administered patient experience surveys, and aiming
toward value-based payment models compelling agencies to strengthen
oversight, performance review, and evaluation efforts.

Perceived Impact of Engagement Efforts

Figure 1 shows areas of perceived impact, including examples of iden-
tified program or policy changes after consumers’ input. These areas
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included program redesign, such as managed care implementation, ad-
ministrative operations and processes such as eligibility verification, spe-
cific covered services and service delivery, and beneficiary communica-
tions. For example, one state’s Medicaid program covered only a single
analog hearing aid for hearing-impaired beneficiaries, whereas targeted
consumer feedback led to a benefit change to cover hearing aids as a pair.

Not all states that reported consumer engagement efforts could point
to subsequent effects on policy decision making. Instead, just under half
the states defined “success” as building relationships between agency
leaders and Medicaid consumers. As one participant stated: “Because of
ongoing dialogue … consumers show up with, ‘Hey, we’re glad you lis-
tened, and this is going in a lot of the ways that we wanted to see it go.’”

Perceived Facilitators of Successful Engagement
Efforts

A chief facilitator of the states’ consumer engagement efforts was Medi-
caid leadership. Five agencies highlighted leaders who attended routine
meetings with consumers, responded directly to feedback provided by
individual enrollees and advocacy organizations, allocated staff to gather
input, and established an organizational culture that sought to under-
stand the “lived experience” of Medicaid enrollees. As one Medicaid di-
rector remarked, “We want the person at the center of all policy … as
part of our overall departmental value [to serve] the people, [not] just
providers and internal stakeholders.” Another state Medicaid director
who attended a quarterly MCAC meeting pointed out, “I am there to
receive advice, not to tell people the advice I want. … People feel that
they have meaningful participation and that I’m not delegating it down
to some middle manager.”

Medicaid leaders highlighted a number of common factors for their
perceived success in consumer engagement efforts. These included pro-
viding someminimal compensation for participation, whichmany states
recognized often came at a cost to enrollees: “[Holding a meeting] in
the middle of the day is not understanding the barriers of transporta-
tion, child care, food,” a Medicaid director explained. Several agen-
cies reported small budgets for compensating participants, particularly
for those on standing committees requiring regular attendance. Some
states also ensured a feedback loop by reporting (by means of public
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minutes or reports) how consumers’ feedback was used, invested time
and staffing resources to facilitate effective interactions with consumers,
and provided training for consumer participants to better understand
technical language and policy complexities. Finally, those states with ro-
bust engagement efforts also pointed to the importance of aligningMed-
icaid agency goals with consumer expectations. A policy analyst who ran
consumer advisory meetings in one state reported “one-on-one” orienta-
tions for new committee recruits to familiarize them with “CMS, the
role of the council, and the work that it does.”

Leveraging Relationships with Community
Stakeholders

All the states reported a common facilitator for consumer engagement:
a strong relationship with consumer advocacy organizations and com-
munity partners. The strength of the relationship depended on the
agencies’ openness to partnership, historical precedent, and the orga-
nizing power of advocacy organizations. In at least one state, collabora-
tions changed markedly with a turnover in state leadership. The states
relied on community partners to recruit consumers, fund and facili-
tate meetings, and support trainings. These organizations represented
diverse Medicaid groups, like the disability community, women and
children, those with behavioral health and substance use disorders, and
people from law, academia, foundations, and interest groups. A deputy
Medicaid director described these relationships: “Whenever we’re build-
ing out a new effort, we tend to automatically engage the consumer-
facing organizations … they’re in just about every one of our advisory
panels.” A chief medical officer in another state reported that the agency
worked “through advocacy groups to identify and recruit members” for
various committees, a common occurrence in the states. Yet another
Medicaid program used its long-standing relationship with a commu-
nity organization to “help craft the agenda [because] they have a better
understanding of the people [we] serve.”

Limited State-Level Coordination with MCO
Engagement Efforts

Only two states had formalmechanisms to systematically collect and uti-
lize consumer input obtained from their contracted managed care health
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plans (MCOs). Given that Medicaid’s managed care plans are required
to have their own consumer advisory bodies, state agencies typically del-
egated to these plans certain roles like issuing customer satisfaction sur-
veys or collecting data on complaints regarding program changes. These
activities varied little among the states, regardless of Medicaid managed
care penetration. Only rarely did the states bring up collaborative con-
sumer engagement efforts with MCOs. In one state that was implement-
ing a new behavioral health home model, the agency met with MCO
representatives weekly for six months to share consumers’ experiences
and issues with care integration, which allowed, as a Medicaid director
stated, “policy [staff] to quickly come in and get feedback without rein-
venting the wheel.” Only one state described a systematic, formalized
process for channeling MCO-level input to state-level program leaders;
there, consumers’ concerns about a statewide policy issue—access to den-
tal care—had arisen through an MCO community council.

Barriers and Potential Solutions to Consumer
Engagement

Even though most of the states reported accelerating efforts to include
consumers inMedicaid’s program design, many stressed persistent barri-
ers. Table 3 shows the commonly cited barriers and examples of strategies
to address them.

The ongoing challenges were recruiting participants to engage with
the agency, including incorporating a diversity of consumer voices, mak-
ing consumer feedback productive and policy-relevant, and sustaining
consumers’ interest over time. Here, the states emphasized the tensions
between engaging consumers who were already knowledgeable about
Medicaid programs and policies (often members of consumer advocacy
groups), and relying on the same consumer stakeholders at the expense of
new voices. As a director of quality described, there is a “difference in the
level of understanding and input that advocates provide [because of] be-
ing engaged in systems—or program-level thinking.” By comparison,
the resources needed to recruit and train individual enrollee members
were more intensive. The states addressed this tension partly through
engagement approaches, with different roles and expectations for dif-
ferent consumer groups. For instance, one state relied on community
meetings to hear “the implications of how we determine eligibility and
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Table 3.Key Challenges and Potential Solutions for Medicaid Consumer
Engagement

Challenge State Responses

Getting Consumers
to Engage

� Using multiple mechanisms to gather input on
a planned long-term services and supports
(LTSS) managed-care rollout: regional town
halls, an all-consumer subcommittee (per diem
provided), FAQs and listening-session notes
posted on website, and consumers’ reviews of
the evaluation plan.

� Developing an agencywide engagement
protocol for involving consumers.

� Partnering with a community nonprofit to host
a relationship-building meal with a local tribal
group.

� Training staff on how to relate to consumers.
� Providing stipends and travel support to
members of a procured advisory committee.

Overcoming
Resource
Constraints

� Holding telephonic “town halls” for consumers
who could not attend in person.

� Tapping foundations to fund consumers’
participation costs, meals, and meeting
facilitation.

� Building consumer research into budget
requests for federal programs, for example, the
Delivery System Reform Incentive Payment
Program (DSRIP).

Making Engagement
Productive

� Using short-term workgroups regarding
specific benefits to optimize consumers’
interest and impact.

� Using advocacy groups to identify
representative consumer participants.

� Implementing application and selection
processes for consumers’ committee
membership.

� Incorporating activities across different
Medicaid subpopulations.

� Educating new committee members on
Medicaid and how to use it.

Continued
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Table 3. (Continued)

Challenge State Responses

Maintaining
Engagement

� Encouraging consumers to initiate policy
discussions via an all-consumer MCAC
subcommittee.

� “Closing the loop:” sending out detailed agency
responses to all public comments, ensuring that
consumers see their impact.

� Showing respect for consumers’ input by
having Medicaid director personally attend
MCAC sessions.

The states reported a number of common challenges to consumers’ engagement in the
program and policy design. Based on the authors’ analysis of stakeholder interviews, this
table highlights some of the approaches that the states used to address these challenges,
with examples.

deliver services.” The same state used an application process to select
consumer members for various policy-oriented workgroups in order to
provide quarterly input on specific policies in concert with the agency’s
staff.

The states noted the challenges of including racially, ethnically, and
linguistically diverse consumers in their engagement efforts. Despite the
representation of these groups in Medicaid programs, only four states
reported efforts to tailor specific outreach strategies to different cultural
or linguistic needs.

The majority of states also reported scant resources devoted to con-
sumer engagement efforts. In one state, a Medicaid program leader used
his personal budget to buy food and drinks for community meetings.
Three agencies with robust consumer engagement efforts leveraged re-
lationships with local and state foundations to secure nominal bud-
gets for training, staff time, participant compensation, and other activ-
ities. Many states, however, reported partnering with community or-
ganizations to recruit consumers, as well as to provide meeting spaces,
facilitators, and transportation. Meetings with consumers were held in
local churches and health centers. One state joined a community organi-
zation with “a pulse on the community” to gain feedback fromMedicaid-
eligible but not enrolled individuals. Transportation, in particular, was
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brought up frequently as a “nontrivial barrier” to engagement. As aMed-
icaid program director explained, “[Members] are paying for gas, tolls,
parking, and are taking time out of their day, so we want to remove as
many barriers as possible.”

Finally, although many states could point to the theoretical and anec-
dotal benefits of consumer engagement, none collected evaluation data
ormonitored the impact of these efforts. Moreover, no states reported for-
mal mechanisms for sharing their experiences and learning with coun-
terparts in other states. These barriers were brought up more often in
states with fewer consumer engagement efforts. As a chief medical of-
ficer in one state explained, “We have a lot of trouble just engaging
the providers … engaging the patients feels insurmountable sometimes.
We don’t always know the best way to go about things.” Many states
also wanted to understand the specific and actionable “best practices” of
engaging consumers.

Discussion

Medicaid enrollees are not typically represented among the various com-
munities of experts and bureaucrats who make program decisions, and
they are often not empowered to participate in policy decisions. Includ-
ing input from low-income communities in policymaking may make
programs better suited to their needs and experiences. Despite little
research pertaining to consumer engagement in Medicaid specifically,
some evidence suggests that consumer input may improve the public’s
knowledge of proposed Medicaid policies, increase public engagement,
and build a constituency among low-income and vulnerable populations
served by Medicaid.37 These effects could strengthen health care quality
and outcomes for enrollees. Our interviews of state Medicaid agencies
revealed that even though most states ensure a minimal representation
of consumers on implementation and oversight committees, they vary in
the degree to which they involve consumers in policy and programmatic
decision making. States used a broad range of engagement approaches,
ranging from limited and largely symbolic interactions to longer-term
deliberative bodies in which consumers engaged in education, discus-
sion, and recommendations about program features and policies. This
spectrum of engagement approaches is consistent with past work sum-
marizing models of engagement in health policymaking, from sporadic
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consultation to ad-hoc focus groups to more consistent advisory panels
and deliberative conferences.11

Several possible routes could enhance Medicaid agencies’ ongoing ef-
forts to include consumers in program and policy decisions. First, our
findings suggest that Medicaid agencies’ current consumer engagement
efforts could be improved by using structured, deliberative processes to
inform decision making.38 A broader body of work has examined the ef-
fects of structured public deliberation on policymaking,39 finding that
such engagement, compared with other methods like surveys, increased
consumers’ knowledge of policy topics9 and produced more valid and
valuable results to incorporate into policy decisions.6 Myers and col-
leagues used a public deliberation process to evaluate how low-income
communities prioritized Medicaid spending in Michigan, showing that
the participants advanced a set of spending priorities unique to what
had been historically funded.10 While we found examples of these de-
liberative processes in some states—in the form of longitudinal commit-
tees and advisory groups dedicated to consumer education, discussion,
and recommendations—such deeper engagement efforts remained the
exception, not the norm.

Second, although resources are critical to supporting this work, they
are currently lacking in many states. Amid the gradually decreasing fed-
eral Medicaid contributions and growing enrollment, a number of state
programs are facing significant budget shortfalls. Because consumer en-
gagement efforts can be time and labor intensive, states have difficulty
balancing competing priorities.39 Some stakeholders identified a num-
ber of opportunities to maximize existing resources for consumer en-
gagement efforts, such as strengthening relationships with community-
based organizations and advocacy groups, leveraging external funders,
and adopting alternative communication tools like teleconferencing.

Third, our results suggest that for many states, the benefits of con-
sumer engagement in program design are largely still anecdotal. Those
states that perceived strong benefits from their engagement efforts were
most likely to describe them in operational terms, like a smoother
implementation of program changes or fewer public complaints. But
consistent with earlier reviews of participation efforts,11 there was little
formal evaluation of engagement methods. While there was no explicit
admission that engagement activities had only limited value, some states
did report little engagement activity, and virtually all the states pointed
to substantial barriers and competing priorities. Accordingly, we need



Engaging Consumers in Medicaid Program Design 119

better tools to monitor and assess the effects of various consumer en-
gagement approaches, a view with which others agree.40 Earlier research
suggests several possible categories of outcome measures that are used to
evaluate public input in policymaking, including engagement processes,
quality of input, impact on participants’ knowledge and attitudes, and
impact on decision making.6,39 Medicaid programs could also measure
the downstream effects of policy changes. For instance, if the states were
to adopt consumer engagement in the design of a new formulary, mea-
sures like prescription adherence (e.g., proportion of days covered) and
patient satisfaction may help to assess impact of policy changes. While
others have analyzed Medicaid beneficiaries’ involvement in formal ad-
visory roles and other forms of advocacy,13,34 future research could help
assess the impact of state efforts on consumer care experiences, policy-
making processes, and population-level health outcomes.

Note that although nearly all the states in our study cited contractual
requirements for their Medicaid MCOs to engage consumers, only two
states captured input obtained through MCOs for use by agency leader-
ship. This may represent a missed opportunity. Nationally, nearly 70%
of all Medicaid beneficiaries were enrolled in comprehensive MCOs in
2017,41 and MCOs often are among the enrollees’ first and most di-
rect contact with the Medicaid program. As managed care continues
to grow, opportunities may arise to better utilize MCOs in consumer
engagement efforts. For instance, MCOs often must create their own
member advisory committees or include consumers on MCO governing
boards. While feedback received by MCOs may largely address plan-
level concerns, there is potential overlap with state-level concerns that
Medicaid agencies could leverage. Moreover, as consumers engage with
their Medicaid plans, and specifically their experiences with coverage,
they should become more familiar with Medicaid policies and engage
more at the overall program level as well. Alternatively, Medicaid agen-
cies could consider establishing centralized entities to conduct consumer
engagement, track standardized data analytics and outcomes, and avoid
work redundancies at the MCO and program levels.

Finally, for many states, consumer engagement in program design
and policy is an underdeveloped area of activity. Our findings reveal
that some states stand out in terms of dedicated leadership, strong
community partnerships, and a track record of consumer and advocacy
group involvement in agency decision making. To this end, some
states expressed an interest in learning from peer agencies in order to
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understand how to leverage existing resources or implement new
strategies in different state contexts. However, platforms for sharing
knowledge are currently lacking. There may be significant opportunity
for external funders and conveners, including CMS, to help support
those states interested in strengthening consumer engagement efforts,
by sharing agency experiences and best practices and providing technical
assistance.

Our study has limitations. While our findings provide an overview of
consumer engagement approaches that some states’ Medicaid programs
are implementing, these interviews do not represent all the views of these
efforts, and our use of purposive sampling limits the generalizability
of our findings. In addition, we did not interview Medicaid managed
care organizations, which may have differing perspectives on consumer
engagement efforts at the health plan level. We also did not interview
consumer advocacy organizations or individual Medicaid beneficiaries.
We are therefore unable to assess consumer perspectives of engagement
efforts, for example, consumer satisfaction or quality and strength of en-
gagement. These stakeholder groupsmay differ in their goals and desired
outcomes, and they may have different facilitators and barriers in engag-
ing with Medicaid agencies. Future research might include perspectives
from additional stakeholders and perhaps rely on survey methods in or-
der to capture a larger sample of states, and to identify state- or agency-
level factors that predict the use of different engagement methods. Fi-
nally, as we noted earlier, this article assessed only the states’ perceptions
of engagement and its benefits. We also need to evaluate their impact
in order to determine the effects of Medicaid beneficiary engagement on
various program and policy outcomes.

Conclusions

State Medicaid programs are increasingly recognizing the importance of
being able to respond more effectively to the needs of their beneficiary
communities. Our findings provide some early insights into how state
Medicaid agencies are integrating consumers’ experiences and per-
spectives into their program design and governance. Future work can
help strengthen the evidence regarding consumer engagement efforts
and their impacts on enrollees’ satisfaction, quality of care, and health
outcomes. Lastly, we need to better understand and share effective



Engaging Consumers in Medicaid Program Design 121

methods for engagement across states with varying resource constraints
and program characteristics.

References

1. Fleck L. Just Caring: Health Care Rationing and Democratic Deliber-
ation. New York, NY: Oxford University Press; 2009.

2. Solomon MZ, Gusmano MK, Maschke KJ. The ethical imperative
and moral challenges of engaging patients and the public with ev-
idence. Health Aff. 2016;35(4):583-589.

3. Gruskin S, Daniels N. Process is the point: justice and human
rights: priority setting and fair deliberative process. Am J Public
Health 2008;98(9):1573-1577.

4. Smedley BD. Moving beyond access: achieving equity in state
health care reform. Health Aff. 2008;27(2):447-455.

5. Young IM. Situated knowledge and democratic discussions. In:
Andersen J, Siim B, eds. The Politics of Inclusion and Empowerment:
Gender, Class and Citizenship. London, England: Palgrave Macmil-
lan; 2004: 19-35. https://doi.org/10.1057/9781403990013_2.
Accessed June 5, 2020.

6. Carman KL, Mallery C, Maurer M, et al. Effectiveness of pub-
lic deliberation methods for gathering input on issues in health-
care: results from a randomized trial. Soc Sci Med. 2015;133:
11-20.

7. Fishkin JS.When the People Speak: Deliberative Democracy and Public
Consultation. Oxford, England: Oxford University Press; 2011.

8. Boulianne S. Building faith in democracy: deliberative events, po-
litical trust and efficacy. Political Stud. 2019;67(1):4-30.

9. Goold SD, Biddle AK, Klipp G, Hall CN, Danis M. Choos-
ing healthplans all together: a deliberative exercise for allocat-
ing limited health care resources. J Health Polit Policy Law.
2005;30(4):563-602.

10. Myers CD, Kieffer EC, Fendrick AM, et al. How would low-
income communities prioritize Medicaid spending? J Health Polit
Policy Law. 2020;45(3):373-418.

11. Mitton C, Smith N, Peacock S, Evoy B, Abelson J. Public par-
ticipation in health care priority setting: a scoping review. Health
Policy. 2009;91(3):219-228.

12. Razavi SD, Kapiriri L, Wilson M, Abelson J. Applying
priority-setting frameworks: a review of public and vulnerable
populations’ participation in health-system priority setting.Health
Policy. 2020;124(2):133-142.

https://doi.org/10.1057/9781403990013_2


122 J.M. Zhu et al.

13. Grogan CM. Healthy Voices, Unhealthy Silence: Advocacy and Health
Policy for the Poor. Washington, DC: Georgetown University Press;
2007.

14. Conklin A, Morris ZS, Nolte E. Involving the public in health-
care policy: an update of the research evidence and proposed
evaluation framework. 2010. RAND. https://www.rand.org/pubs/
technical_reports/TR850.html. Accessed December 5, 2019.

15. July 2019 Medicaid & CHIP Enrollment Data Highlights.
https://www.medicaid.gov/medicaid/program-information/
medicaid-and-chip-enrollment-data/report-highlights/index.
html. Accessed November 5, 2019.

16. MACPAC. Medicaid and population health: current practice and
opportunities. 2014. https://www.macpac.gov/publication/
medicaid-and-population-health-current-practice-and-
opportunities/. Accessed November 5, 2019.

17. Verma S. Speech: Remarks by Administrator Seema Verma at
the Health Care Payment Learning and Action Network (LAN)
fall summit (As prepared for delivery on October 30, 2017).
Baltimore, MD: Centers for Medicare & Medicaid Services.
https://www.cms.gov/newsroom/fact-sheets/speech-remarks-
administrator-seema-verma-health-care-payment-learning-and-
action-network-lan-fall. Accessed December 5, 2019.

18. Centers for Medicare & Medicaid Services. 1115 transparency
requirements. https://www.medicaid.gov/medicaid/section-1115-
demo/transparency/index.html. Accessed December 5, 2019.

19. Centers for Medicare & Medicaid Services. Consumer Assessment
of Healthcare Providers & Systems (CAHPS). https://www.
cms.gov/Research-Statistics-Data-and-Systems/Research/
CAHPS/index. Accessed December 5, 2019.

20. Legal Information Institute. Medical Care Advisory Committee,
42 CFR § 431.12. https://www.law.cornell.edu/cfr/text/42/431.
12. Accessed November 5, 2019.

21. Commonwealth of Massachusetts. One Care Implementa-
tion Council. https://www.mass.gov/service-details/one-care-
implementation-council. Accessed November 5, 2019.

22. Oregon Health Authority. CCO Community Advisory Councils.
https://www.oregon.gov/oha/HSD/OHP/Pages/CCO-Communi
ty-Advisory-Councils.aspx. Accessed November 5, 2019.

23. Barth S, Ensslin B. Building a culture of engagement for
Medicare-Medicaid enrollees: health plan approaches. Center for
Health Care Strategies. 2015. https://www.chcs.org/media/PRIDE-
Culture-of-Engagement-FINAL.pdf. Accessed November 5,
2019.

https://www.rand.org/pubs/technical_reports/TR850.html
https://www.rand.org/pubs/technical_reports/TR850.html
https://www.medicaid.gov/medicaid/program-information/medicaid-and-chip-enrollment-data/report-highlights/index.html
https://www.medicaid.gov/medicaid/program-information/medicaid-and-chip-enrollment-data/report-highlights/index.html
https://www.medicaid.gov/medicaid/program-information/medicaid-and-chip-enrollment-data/report-highlights/index.html
https://www.macpac.gov/publication/medicaid-and-population-health-current-practice-and-opportunities/
https://www.macpac.gov/publication/medicaid-and-population-health-current-practice-and-opportunities/
https://www.macpac.gov/publication/medicaid-and-population-health-current-practice-and-opportunities/
https://www.cms.gov/newsroom/fact-sheets/speech-remarks-administrator-seema-verma-health-care-payment-learning-and-action-network-lan-fall
https://www.cms.gov/newsroom/fact-sheets/speech-remarks-administrator-seema-verma-health-care-payment-learning-and-action-network-lan-fall
https://www.cms.gov/newsroom/fact-sheets/speech-remarks-administrator-seema-verma-health-care-payment-learning-and-action-network-lan-fall
https://www.medicaid.gov/medicaid/section-1115-demo/transparency/index.html
https://www.medicaid.gov/medicaid/section-1115-demo/transparency/index.html
https://www.cms.gov/Research-Statistics-Data-and-Systems/Research/CAHPS/index
https://www.cms.gov/Research-Statistics-Data-and-Systems/Research/CAHPS/index
https://www.cms.gov/Research-Statistics-Data-and-Systems/Research/CAHPS/index
https://www.law.cornell.edu/cfr/text/42/431.12
https://www.law.cornell.edu/cfr/text/42/431.12
https://www.mass.gov/service-details/one-care-implementation-council
https://www.mass.gov/service-details/one-care-implementation-council
https://www.oregon.gov/oha/HSD/OHP/Pages/CCO-Community-Advisory-Councils.aspx
https://www.oregon.gov/oha/HSD/OHP/Pages/CCO-Community-Advisory-Councils.aspx
https://www.chcs.org/media/PRIDE-Culture-of-Engagement-FINAL.pdf
https://www.chcs.org/media/PRIDE-Culture-of-Engagement-FINAL.pdf


Engaging Consumers in Medicaid Program Design 123

24. Reck J, Heider F. Lessons from states on advancing evidence-
based state health policymaking for the effective stewardship
of healthcare resources. National Academy for State Health
Policy. April 2017. https://www.nashp.org/wp-content/uploads/
2017/04/PCORI-Brief.pdf . Accessed June 1, 2020.

25. Center for Consumer Engagement in Health Innovation. An
exploration of consumer advisory councils within Medicare-
Medicaid plans participating in the financial alignment initiative.
https://www.healthinnovation.org/resources/publications/an-
exploration-of-consumer-advisory-councils-within-medicare-
medicaid-plans. Accessed November 5, 2019.

26. Schuster J, Nikolajski C, Kogan J, et al. A payer-guided approach
to widespread diffusion of behavioral health homes in real-world
settings. Health Aff. (Millwood) 2018;37(2):248-256.

27. Rosenbaum S, Gunsalus R, Velasquez M, et al. Medicaid reform
insights from managed care plan leaders. Commonwealth Fund.
March 2018. https://www.commonwealthfund.org/publications/
issue-briefs/2018/mar/medicaid-payment-and-delivery-reform-
insights-managed-care-plan. Accessed February 20, 2020.

28. Callaghan T, Jacobs LR. Interest group conflict over Medicaid ex-
pansion: the surprising impact of public advocates. Am J Public
Health. 2015;106(2):308-313.

29. Mittler JN,Martsolf GR, Telenko SJ, Scanlon DP.Making sense of
“consumer engagement” initiatives to improve health and health
care: a conceptual framework to guide policy and practice.Milbank
Q. 2013;91(1):37-77.

30. Vulimiri M, Bleser WK, Saunders RS, et al. Engaging beneficia-
ries in Medicaid programs that incentivize health-promoting be-
haviors. Health Aff. 2019; 38(3):431-439.

31. Moseley CA, Vulimiri M, Saunders RS, et al. Medicaid and CHIP
child health beneficiary incentives: program landscape and stake-
holder insights. Pediatrics. 2019;144(2).

32. Byrd VLH, Colby M, Bradley K. Beneficiary engagement strate-
gies in Medicaid demonstrations. Medicaid 1115 Demonstrations
Brief. Mathematica. 2017. https://www.medicaid.gov/medicaid/
section-1115-demo/downloads/evaluation-reports/beneficiary-
engagement-strategies.pdf . Accessed November 4, 2019.

33. Venkataramani AS, Bair EF, Dixon E, et al. Assessment of
Medicaid beneficiaries included in community engagement
requirements in Kentucky. JAMA Network Open.
2019;2(7):e197209-e197209.

34. Michener J. Fragmented Democracy: Medicaid, Federalism, and Un-
equal Politics. New York, NY: Cambridge University Press; 2018.

https://www.nashp.org/wp-content/uploads/2017/04/PCORI-Brief.pdf
https://www.nashp.org/wp-content/uploads/2017/04/PCORI-Brief.pdf
https://www.healthinnovation.org/resources/publications/an-exploration-of-consumer-advisory-councils-within-medicare-medicaid-plans
https://www.healthinnovation.org/resources/publications/an-exploration-of-consumer-advisory-councils-within-medicare-medicaid-plans
https://www.healthinnovation.org/resources/publications/an-exploration-of-consumer-advisory-councils-within-medicare-medicaid-plans
https://www.commonwealthfund.org/publications/issue-briefs/2018/mar/medicaid-payment-and-delivery-reform-insights-managed-care-plan
https://www.commonwealthfund.org/publications/issue-briefs/2018/mar/medicaid-payment-and-delivery-reform-insights-managed-care-plan
https://www.commonwealthfund.org/publications/issue-briefs/2018/mar/medicaid-payment-and-delivery-reform-insights-managed-care-plan
https://www.medicaid.gov/medicaid/section-1115-demo/downloads/evaluation-reports/beneficiary-engagement-strategies.pdf
https://www.medicaid.gov/medicaid/section-1115-demo/downloads/evaluation-reports/beneficiary-engagement-strategies.pdf
https://www.medicaid.gov/medicaid/section-1115-demo/downloads/evaluation-reports/beneficiary-engagement-strategies.pdf


124 J.M. Zhu et al.

35. Hsieh HF, Shannon SE. Three approaches to qualitative content
analysis. Qualitative Health Res. 2005;15(9):1277-1288.

36. Flick U. The SAGE Handbook of Qualitative Data Analysis. London,
England: SAGE; 2014.

37. Hwang A. Building consumer engagement in health care:
from transactional to transformational. Health Aff. Blog. July
2019. https://www.healthaffairs.org/do/10.1377/hblog20190629.
688701/full/. Accessed February 20, 2020.

38. Solomon S, Abelson J. Why and when should we use public delib-
eration? Hastings Center Rep. 2012;42(2):17-20.

39. Agency for Healthcare Research and Quality. Public delibera-
tion to elicit input on health topics: findings from a litera-
ture review. February 2013. https://effectivehealthcare.ahrq.gov/
products/deliberative-methods/research-2013. Accessed June 3,
2020.

40. Boivin A, L’Espérance A, Gauvin F-P, et al. Patient and pub-
lic engagement in research and health system decision mak-
ing: a systematic review of evaluation tools. Health Expectations.
2018;21(6):1075-1084.

41. Centers for Medicare & Medicaid Services. Medicaid enroll-
ment report. https://www.medicaid.gov/medicaid/managed-care/
enrollment/index.html. Accessed January 2, 2020.

Funding/Support: Jane M. Zhu and David Grande received a grant from the
Robert Wood Johnson Foundation to support this work (RWJF #76242),
and Sarah Gollust received consulting fees from Oregon Health & Science
University.

Acknowledgments: The authors appreciate the time and expertise of the stateMed-
icaid Directors and other key Medicaid staff and stakeholders who participated
in this study. We also thank Tricia McGinnis at the Center for Health Care
Strategies; Ann Hwang at Community Catalyst; Lindsey Browning and Hilary
Kennedy at the National Association of Medicaid Directors; Heather Howard
and Dan Meuse at the State Health and Value Strategies Program at Princeton
University; and anonymous Milbank Quarterly reviewers for their feedback.

Conflict of Interest Disclosures: All the authors completed the ICMJE Form for
Disclosure of Potential Conflicts of Interest. No conflicts were reported.

Address correspondence to: Jane M. Zhu, MD, MPP, MSHP, Division of General
Internal Medicine, Oregon Health & Science University, 3181 SW Sam Jackson
Park Rd, Portland, OR 97239 (email: zhujan@ohsu.edu).

https://www.healthaffairs.org/do/10.1377/hblog20190629.688701/full/
https://www.healthaffairs.org/do/10.1377/hblog20190629.688701/full/
https://effectivehealthcare.ahrq.gov/products/deliberative-methods/research-2013
https://effectivehealthcare.ahrq.gov/products/deliberative-methods/research-2013
https://www.medicaid.gov/medicaid/managed-care/enrollment/index.html
https://www.medicaid.gov/medicaid/managed-care/enrollment/index.html


Engaging Consumers in Medicaid Program Design 125

Appendix

Medicaid Program Characteristics (n = 14)

State and Medicaid Program
Characteristics

n (%)

Rural 8 (57.1%)
Republican state in 2016 election 5 (35.7%)
Medicaid expansion state 11 (84.6%)
Region
West 3 (21.4%)
Midwest 3 (21.4%)
South 4 (28.6%)
Northeast 4 (28.6)

Mean
Total population 10.4 million
Medicaid enrollment population 2.97 million
MCO Penetration 79.8%


