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Abstract

Purpose: With the impending changes to state Medicaid programs and other
health reform policies, it is imperative to understand the factors at play in pro-
moting consumer health insurance literacy and health system engagement.
This study examines the availability of health system and community-based
programs promoting health insurance literacy and supporting informed con-
sumer health care decision making in rural communities in Kentucky.
Methods: Forty-six health systems, community-based providers, and out-
reach workers participated in 4 focus groups and 10 semistructured inter-
views. Descriptive and analytic coding techniques were used to identify 5 major
themes and subthemes from interview and focus group transcripts.
Findings: Consumers were generally identified as having low health insur-
ance literacy, especially in rural communities, serving as a barrier to accessing
health care insurance and services. Participants identified their own lack of
knowledge and understanding around health systems, resulting from lack of
training and challenges with staying updated on constant changes in health
systems and policies. Overall, consumer demand or need for health insur-
ance literacy resources and programs far exceeded supply or availability. Con-
stant changes in the status of Kentucky’s Medicaid program and the proposed
changes to eligibility, specifically work requirements and copays, have caused
increased confusion among both providers and consumers.
Conclusions: Findings indicate a pressing need for implementing programs
that provide training, tools, and resources to outreach workers to help them
better assist consumers with accessing and using health insurance, especially
in low-income, rural areas. Health reform policies need to be responsive to the
health insurance literacy needs and abilities of consumers.

Key words access to care, health literacy, insurance, medically uninsured,
rural health.

Health insurance literacy (HIL), defined as an individ-
ual’s ability to seek, obtain, and use health insurance,
plays a central role in access to coverage and care.1,2

Unfortunately, low HIL is prevalent in low-income, vul-
nerable populations that need coverage the most.3,4 Rural

Appalachian populations could be especially vulnerable
as culturally and linguistically tailored health insurance
decision-support programs and resources are largely
unavailable.5 Furthermore, the changing landscape of
health care reform in the United States places added
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responsibilities on consumers to be engaged in their
health, a task that may be impossible for some due to
resource limitations.6

Current changes in state Medicaid programs, including
Kentucky’s which underwent several changes related to
a pending Section 115 waiver (Kentucky HEALTH), rep-
resent a timely opportunity to evaluate and address HIL,
especially in rural populations that make up 41.6% of
Kentucky’s population.7 The additional complexity intro-
duced through Medicaid work requirements could ad-
versely impact health insurance coverage and access to
care, especially in rural communities that already have
disproportionately higher rates of chronic illness and bar-
riers in access to care.8,9

Current evidence on HIL trends and needs of con-
sumers, especially in rural communities, is limited. How-
ever, existing studies indicate that rural residents have
lower health literacy rates, which may negatively im-
pact their ability to engage with rural health insurance
markets.10-13 Additionally, it has been found that over
half the American population does not understand ba-
sic health insurance terms such as deductible, copay,
and premium.9 Since the implementation of the ACA,
few programs have been developed to assess and sup-
port consumers’ decision-making around selecting, pur-
chasing, and using health insurance.14-16 Evidence shows
that consumers face additional challenges in navigating
health insurance markets and health systems without as-
sistance from information intermediaries such as com-
munity health workers (CHWs), application assisters, and
other outreach workers who are central in translating and
transmitting timely health information to consumers.16,17

However, there are limited data on the capacity of such
individuals to be decision coaches and no evidence-based
programs to support training of information interme-
diaries on improving HIL and supporting health care
decision-making of consumers, warranting the need for
further research. To address these gaps, a study was con-
ducted to assess the availability and adequacy of programs
and resources promoting HIL and supporting informed
consumer health care decision-making in underserved,
rural Appalachian communities in Kentucky.

Methods

A qualitative approach guided by the Social Ecologi-
cal Model (SEM) of health promotion was utilized to
conduct 4 key informant focus groups and 10 in-depth
interviews from September 2018 to May 2019. The SEM
provides a theoretical framework to understand how
behaviors are shaped by the interactional effects between
individual/intrapersonal, interpersonal, institutional,

community, and public policy factors. For the proposed
study, factors that impact consumer HIL and informed
decision-making behaviors under each construct of the
SEM were emphasized.
Using purposeful sampling methods, 36 focus group

and 10 key informant interview participants were re-
cruited, primarily serving rural Appalachian counties
in Kentucky. Participants were recruited in partnership
with 2 statewide organizations of CHWs and primary care
clinics. Four separate focus groups were conducted with
roughly 9 participants in each group representing various
roles (see Table 1). Inclusion criteria were adults 18 years
or older who identified as working in some type of infor-
mation intermediary or provider role, assisting consumers
with health insurance in Kentucky. Participants who met
the inclusion criteria were sent an email with a link to the
informed consent, which described the study and gauged
interest. Participants received a $25 incentive for partic-
ipating. The majority of participants reported serving as
a health care provider (21.7%), CHW or patient naviga-
tor (17.3%), and quality/office coordinator or manager
(17.3%) (see Table 1). Most participants reported working
in their current role for 3-5 years (17.3%), were female
(78.2%), white (69.4%), between the ages of 35-44
(30.4%), and served rural areas (42%). The majority of
participants reported providing services such as health in-
formation resources, community education, and helping
consumers understand health information (see Figure 1).
Using a semistructured interview guide, focus groups

and key informant interviews examined provider percep-
tions of the HIL needs and abilities of consumers and
how these factors influence the ability of providers to de-
liver effective, efficient, and equitable health care services.
Guided by the SEM, interview guide questions collected
data on the quantity and quality of strategies utilized
to promote HIL and support informed consumer health
care decisions and on the impact of health reform policy
changes on the populations the participants served. Sam-
ple questions included: What are the health insurance lit-
eracy levels of consumers and how do these factors in-
fluence the ability to deliver effective, efficient, and equi-
table health care services? How have recent state health
reform policy changes (ie, Kentucky HEALTH) impacted
the communities you serve?
All focus groups and interviews were audiotaped,

transcribed, and analyzed using NVivo version 12 for
MacIntosh (QSR International, Melbourne, Australia).
Descriptive coding techniques were utilized to organize,
categorize, and contextualize data; content analysis was
used to analyze the presence, definitions, and rela-
tionships between concepts; and analytic coding using
line-by-line analysis was employed to identify emerging
patterns and categorize concepts and themes.18,19 Two
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Table 1 Characteristics of Focus Group and Interview Participants

(N = 46)

Characteristic N (%)

Occupation
Application assistor 4 (8.6)

Health care provider 10 (21.7)

Outreach coordinator 2 (4.3)

Quality/office coordinator or manager 8 (17.3)

CHW or patient navigator 8 (17.3)

County extension agent 2 (4.3)

Counselor/social worker/health educator 4 (8.6)

Missing 8 (17.3)

Years in current position
0−2 5 (10.8)

3−5 8 (17.3)

6-10 1 (2.1)

11+ 3 (6.5)

Missing 29 (63)

Gender
Female 36 (78.2)

Male 3 (6.5)

Missing 7 (15.2)

Age
18-24 1 (2.1)

25-34 11 (23.9)

35-44 14 (30.4)

45-55 3 (6.5)

55+ 10 (21.7)

Missing 7 (15.2)

Education
High school diploma 1 (2.1)

Associate’s 7 (15.2)

Bachelor’s 14 (30.4)

Master’s 15 (32.6)

Doctoral 2 (4.3)

Missing 7 (15.2)

Race
Asian 1 (2.1)

Black/African American 4 (8.6)

White 32 (69.5)

Other 2 (4.3)

Missing 7 (15.2)

Hispanic or Latino
Yes 3 (6.5)

No 36 (94.1)

Missing 7 (15.2)

Populations served
Rural 19 (42)

Urban 8 (17)

Mixed (rural/urban) 10 (21)

Missing 9 (20)

coders coded the data independently before projects were
merged in NVivo. Themes and subthemes were discussed
and discrepancies were resolved based on interrater
reliability scores where Kappa coefficients between .80
and 1 for all subthemes were retained. Subthemes with 7

or more sources and/or references were included in the
final analysis (see Table 2) and results below.

Results

Five key themes emerged from the data analysis and are
discussed in detail below. Table 2 provides an overview of
the themes and subthemes.

Theme I: Low Levels of HIL Among Consumers

Twenty-one participants (46%) stated that consumers had
low levels of HIL and discussed issues ranging from lack of
understanding basic health insurance terms and the en-
rollment process to using their coverage to seek timely
and appropriate health care. Understanding and manag-
ing costs of carewas also expressed as a significant concern
among several consumer groups.

For me, the level of health literacy is extremely low. Most
people that we serve don’t understand some basic stuff like

co-insurance or co-pays, max out of pocket. …As far as
some simple math of saying, if you had a $20 copay and
you have a $5000 deductible, do you realize what your bill

will look like? Most of them have no idea. (rural CHW)

Lower levels of education were identified as a contribu-
tor to low HIL, especially among rural consumers. A lack
of system literacy or awareness of how the health care
system or health insurance coverage works was a consis-
tent finding among providers and consumers. For exam-
ple, providers reported difficulties in understanding what
services were covered for consumers while at the same
time not always understanding how to manage their own
care.

Theme II: Consumer Barriers to Access

Understanding, Purchasing, and Using

Thirty participants (65%) identified consumers’ lack of
understanding of health insurance as a barrier to accessing
needed coverage and 54% identified consumer barriers
with using health insurance in a timely and appropriate
manner to access care. Limitations in general literacy,
especially among rural communities, were highlighted as
a barrier to understanding health insurance. Confusion
and frustration were reoccurring themes when it came
to consumers understanding their health insurance.
“Their [consumers] number one complaint is that they consider

themselves to be highly intelligent folks and they get confused
and frustrated.” High costs of premiums and copays were
identified as a barrier to purchasing and using insurance
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Table 2 Themes Extracted From Focus Group and Key Informant Interviews (N = 46)

Themes Subthemes Source
∗

References
†

Theme I: HIL levels low Total 21 53
System literacy 8 9

Low education 7 7

Theme II: Consumer
barriers to access

Total 31 76

Understanding 30 98

Literacy/language barriers 11 16

Confusion 8 10

Purchasing/enrolling 20 65

Costs 8 12

Using 25 130

Costs 12 18

Social determinants of health 16 129

Transportation 13 39

Internet and computer access 11 16

Theme III: Provider
barriers to assisting
consumers

Total 29 114

Lack of knowledge and understanding 15 16

Constant changes in health insurance and health systems 12 25

Time constraints and decision making 8 9

Loss of Kynect 7 12

Theme IV: Needed
resources

Total 27 159

In-person assistance 15 26

Centralized source for information 12 15

Training 10 11

Better communication and support from state 9 12

Theme V: State
Medicaid waiver
impact

Total 27 217

Confusion and stress for consumers 19 29

Confusion for providers 15 36

System designed for failure 15 29

Premiums and copays 13 21

Work requirements 11 17

∗Sources refer to the number of participants whose quotes were included under each theme and subtheme.
†References refer to the number of total quotes in each theme and subtheme.

as they often competed with the everyday costs of living.
This was especially a burden for the elderly, sick, and
disabled. “I have a large population who receives Social Security
Disability Insurance and they make too much for the waiver

programs but not enough to pay their premium and live.”

Social Determinants of Health

Sixteen participants (35%) identified various social de-
terminants of health impacting consumers’ HIL and their
ability to afford health insurance. These include, but were
not limited to, lack of adequate health and social services
due to policies; lack of public transportation, Internet
and computer access; and limited access to healthy food

options, adequate housing, and employment. These
determinants were especially apparent in rural commu-
nities:

A lot of people lost their jobs with the coal mine shut down.

In this area that was pretty much all they had…. Owsley
is one of the poorest counties in the state, the only revenue
is the nursing home and the school system…. If you’re at

the nursing home making $8 per hour and you’re feeding
your family on that and you can’t help your family with
insurance because it’s too expensive. (rural CHW)

Internet and computer access were significant barriers
in rural communities, as participants indicated that many
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regions in Appalachian Kentucky do not have broadband
access and rely on prepaid phones as their main means of
communication. “Internet access is a huge problem—getting
online and logging on to email. Some people don’t even know
what a computer is or have access. Libraries are an hour away.”

The lack of adequate transportation, especially in under-
served rural areas, was strongly emphasized as a barrier
to accessing health care. Participants serving some rural
communities in eastern Kentucky were disturbed by the
lack of access to adequate resources in remote areas where
consumers who couldn’t afford to buy or maintain a car
didn’t have any other means of public transportation,
prompting them to forgo needed health care services:

I remember one particular patient who had heart issues in
Lee County, and we needed to send him down the road to

a cardiologist. He called and said, ‘I can’t go today because
I don’t have enough money [for transportation].’ (rural
CHW)

Theme III: Provider Barriers to Assisting
Consumers

Lack of Knowledge and Understanding

Fifteen participants (33%) expressed that they lacked per-
sonal knowledge on the nuances of health insurance mar-
kets. The changing landscape of health care in the United
States, mainly as a result of changing health care policies
and the impact they have on health insurance coverage,
was a challenge to stay updated on. Additionally, barriers
within the health systemmade it difficult for them to seek
and find the information they needed to assist consumers:

A huge barrier to me is that I don’t have any particular
knowledge in health insurance. I’m an educated individ-

ual….. But I don’t have any special knowledge of what a
plan might or might not cover. (rural county extension
agent)

Constant Changes in Health Insurance and Health
Systems

Twelve participants (26%) expressed challenges in
helping consumers understand their health insurance
coverage and keeping consumers constantly updated
on changes in coverage and policies. Maintaining
lines of communication between insurance compa-
nies, providers, and consumers was also a challenge to
assisting consumers:

I think our patients are confused with good reason. I am
confused. We had a presentation a couple of weeks ago….
I asked a real basic question about the difference between

Kentucky Health and MCOs, and so he explained it to me,
but I think it’s very confusing even to professionals and the

community. (urban CHW)

Time Constraints and Decision-Making

Lack of time for participants and limited decision-making
capabilities of consumers served as a barrier for 8 partic-
ipants (17%). Enrolling a new client in a health insur-
ance plan can take aminimum of 2 hours and ranges from
helping clients with creating an email address to helping
them pick the plan that works best for their needs. Ad-
ditionally, due to low levels of HIL, participants indicated
that many of their consumers didn’t know which health
insurance plans were best for them, serving as a detriment
to the shared decision-making process.

Loss of Kynect

Seven participants (15%) also mentioned the loss of
Kynect, Kentucky’s former health insurance marketplace,
as a barrier to helping consumers purchase health insur-
ance. Kynect employed a statewide network of applica-
tion assistors, also known as Kynectors, to help disseminate
health insurance information and provided in-person as-
sistance with enrollment. With changes in state admin-
istration, the majority of these positions were defunded,
leaving many communities without adequate assistance:

When KY administered the health benefits exchange and

the Kynectors, the people who helped, I thought that was
so helpful. A lot of people got insurance for the first time
in their lives. When KY decided not to do that anymore, it

became really murky. (rural CHW)

Theme IV: Needed Resources

In-Person Assistance

Fifteen participants (33%) emphasized in-person assis-
tance as a much-needed resource to meet the unique
cultural needs of rural communities, who value building
trust and maintaining relationships. Having the availabil-
ity of human resources out in the communities was identi-
fied as an effective way to connect and engage consumers.

I think what works best is the community health worker
aspect—people get overwhelmed with everything they

have to do. They don’t have the skills to organize and plan
step-by-step. They’re comfortable coming to someone they

trust …and they return to you over and over—it’s a lot of
work but most people need that kind of thing. Most people
need somebody. (rural CHW)
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Centralized Source for Information

To address the confusion from continued changes in
health policies and insurance plans, 12 participants
(26%) emphasized the need for a centralized information
source—one that can be updated with pertinent changes
that providers can access when assisting clients. Whether
this resource hub is a website, toolkit, hotline, flyer or
other platform, participants expressed the need for this
centralized resource to be a “one-stop-shop” for health in-
surance needs.

Training

As indicated under provider barriers, 10 participants
(22%) indicated that their lack of knowledge and infor-
mation on health insurance could be remedied through
a training program. Many mentioned that health insur-
ance assistance is a new and unique skillset that requires
specific training. Some suggested having a similar, but ab-
breviated training program that was provided to certified
application counselors/assistors under the ACA.

I think it would be very beneficial to have a basic training
or resource guide for people in my position so we could
know who to contact. I think that would be a great first

line of defense. (rural county extension agent)

Better Communication and Support From State

With the uncertainty surrounding the implementation of
Kentucky HEALTH, 9 providers (19%) indicated facing in-
creased confusion. Participants discussed conflicting infor-
mation sent by the state onMedicaid eligibility, premiums
and copays, and implementation timelines caused confu-
sion and chaos for providers and consumers. Consistent
and constant communication from the state and adequate
support was emphasized as a needed resource to support
HIL efforts:

I think KY as a state should be more involved with the
oversight of insurance and say that they have to be up-
standing and not be playing games with peoples’ lives.

But not that you keep changing the rules and tweaking
it until you tweak people out of their care. (rural nurse
navigator)

Theme V: State Medicaid Waiver Impact

Confusion and Stress for Consumers

Nineteen participants (41%) indicated that the impending
changes proposed in Kentucky HEALTH led to confusion,
stress, and frustration for consumers as a result of con-

flicting and inaccurate information. Low HIL of their con-
sumers served as a barrier to understanding andmaintain-
ing requirements for Medicaid eligibility in the proposed
waiver and in extreme cases fear of losing coverage led to
treatment non-adherence and medication stockpiling:

We had someone who ended up in the hospital because
instead of taking their medicine 3 times a day they were

taking their meds twice a day so they could save them
because they thought their medical insurance was going
away. (urban community health navigator)

Confusion for Providers

Fifteen participants (33%) discussed the anticipation
and preparation among providers and organizations for
changes proposed in Kentucky HEALTH. Although partici-
pants were trained on the waiver, constant changes in the
status of the waiver, with over 3 iterations and multiple
moving parts, led to confusion. Due to lack of accurate in-
formation and confusion about changes in coverage, some
health care providers assumed that the waiver was in ef-
fect and started withdrawing care:

People also think that when the waiver was announced,
the expansion went away! I can’t tell you how many peo-

ple thought that. Doctors included. And I can’t tell you
how many dentists said, well, nope, they’re not covered

anymore, I can’t take care of all of these kids who aren’t
covered anymore who are scheduled for the summer….
The confusion was mindboggling and intentional. (rural
CHW)

System Designed for Failure

Fifteen participants (33%) indicated a mismatch between
the proposed programs in Kentucky HEALTH and the needs
and abilities of the consumers that it affected. Of partic-
ular concern are the work requirements, reinstatement
processes, activation of accounts, and out of pocket costs.
Several participants voiced their concerns that the system
was created to intentionally be complicated to keep peo-
ple from accessing health insurance and services.

I think it’s just a big system fail to begin with, most of the
people who are putting these things into place probably

have never dealt with, ‘am I going to be able to pay my
copay? Can I even afford insurance at all? Or I can afford it

for myself but not my kids?’ I think there’s a big disconnect
between the people up there making those decisions and
the people here doing this. (urban CHW)
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Premiums and Copays

For most Medicaid recipients, paying out of pocket to
cover the cost of premiums and copays is not a familiar
activity. Thirteen participants (28%) expressed concerns
over the ability of their consumers to pay: One of my mem-
bers, she didn’t have copays one month and then she did the next
month. She said, I know it’s $3 but it might as well be $1000.
So, she stopped taking them [medications]. The cost of keep-
ing coverage and managing cost of care was identified as
source of disengaging consumers from the health system.

Work Requirements

Eleven participants (24%) indicated being confused
and concerned about connecting consumers to work or
community volunteer opportunities (at a minimum of
80 hours per month) and the process of reporting hours.
Participants voiced concerns that many underserved
communities in Kentucky do not have access to adequate
work or volunteer opportunities. Additionally, the lack of
career centers, designated centers with personnel to help
in finding, maintaining, and monitoring work hours,
especially in low-resourced communities, was identified
as a major barrier to keeping consumers engaged with
the health system.

The work requirement here is going to be nearly impossi-
ble. First of all, there [are] jobs. Lee County alone we had
a prison, data entry place—they shut down. Lee County

lost about everything they had. So, there is no jobs. (rural
outreach coordinator)

Discussion

Findings from this study revealed that the availability
and adequacy of HIL and decision-support programs and
resources were limited and, in some cases, lacking in
underserved rural communities. Participants stated that
the demand or need for HIL resources and programs
far exceeded the supply or availability. Limitations in
resources were closely linked to the low HIL and unique
social determinants of health impacting rural commu-
nities in Kentucky, as well as limited access to training
and supportive resources for providers and uncertainty
of health care reform policies.
Participants perceived that consumers they served

had low levels of HIL, especially in rural communities
and communities with lower levels of education, which
could serve as a barrier to accessing health insurance
and health care services. It is widely recognized that the
average American consumer has low HIL and struggles
with understanding, purchasing, and using their health

insurance.3,4 Our findings are comparable to other stud-
ies that have identified low HIL as a barrier to accessing
health insurance and health care services.4,5,12,13 Con-
sumers in the United States report feeling confused with
health insurance terminology and with the difficulty
of navigating a convoluted health care system.20,21 A
national study comparing urban populations with rural
populations revealed that rural populations demonstrate
lower literacy levels related to health and other types of
literacy, which can be explained by known confounders
such as education.22 Future studies are needed to further
explore the intersection between HIL and social deter-
minants of health to better understand how they impact
health care decision-making in rural populations.
Findings from this study identified employment, trans-

portation, and Internet access as key social determinants
that could influence consumer HIL. Uninsured rates re-
main higher among residents of rural counties compared
to urban counties.23 Rural residents who are insured rely
heavily on public insurance because of lower incomes,
higher poverty and unemployment rates, and limited
access to employer-sponsored insurance when compared
to their urban counterparts.24,25 Transportation is another
limited resource in rural regions where nearly 4% of
households do not have access to a car and there is
limited access to public transportation.26 Limitations in
transportation impact rural consumers’ abilities to access
in-person assistance and other resources to help them
navigate the health insurance markets. Furthermore,
roughly 31% of rural households lack access to broad-
band Internet, impacting their ability to access, enroll in,
and stay connected with health insurance providers.27 A
recent survey found that people without access to broad-
band Internet were significantly less likely to be insured,
use telemedicine, use online medical records, or schedule
appointments online compared to those without broad-
band access.28 By addressing these social determinants of
health, consumers will be better equipped with tools and
resources to purchase health insurance and navigate the
health system.
Providers also faced challenges in assisting consumers

with understanding, purchasing, and using their health
insurance. Participants identified their own limited HIL,
resulting from lack of training and difficulty staying
updated on constant changes in health systems and
policies. A centralized information hub was discussed as
a potential solution to assist providers and information
intermediaries to stay updated on changes in health
insurance coverage and policies. Kynect, Kentucky’s for-
mer online marketplace platform, successfully helped
individuals and families compare health insurance plans,
educated the public about their health insurance bene-
fits, and assisted in health insurance plan enrollment.29
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Reports have revealed that the dismantling of Kynect in
2016, which provided a centralized information hub, has
negatively impacted health insurance enrollment rates
and made it harder for providers to access information
and keep up with changes.29,30 The lack of consistent and
accurate information on health care policies and coverage
has resulted in the risk of losing consumers’ trust in the
process of exchanging information. Future programs
focused on the development of standardized competen-
cies for providers to effectively promote consumer HIL
and informed health care decision-making are needed.
Evidence-based training and resource hubs are needed to
support current information intermediaries and prepare
the next generation of individuals who will be dissemi-
nating health insurance information to consumers.
Overall, the majority of participants stated that con-

sumer demand or need far exceeded the supply or
availability of resources and programs aimed at promot-
ing access to health insurance. Best practices and models
for helping improve consumer HIL emphasize the need
for in-person assistance, cultural and linguistic tailoring
of resources, and community outreach.16 Compared to
usual care, decision coaching provided by information
intermediaries, such as CHWs, can significantly im-
prove knowledge, participation, and satisfaction with the
decision-making process among consumers.31 However,
as the number of available information intermediaries
dwindles due to lack of funding, underserved communi-
ties face additional barriers to gaining assistance.32 Future
programs are needed to continue building on the work
that Kynect and other successful outreach programs have
implemented in providing in-person assistance to com-
munities that need it the most. The lack of technology,
limited access to services, and culturally driven need for
building trusted relationships among rural communities
emphasizes the need for trained, in-person information
intermediaries.
Participants discussed the impact that Kentucky’s pro-

posed Section 1115 Medicaid waiver, Kentucky HEALTH,
can and has already had on consumers’ health insurance
needs and how it impacted consumer HIL. During the
course of this study, Kentucky HEALTH underwent several
changes. It was first granted approval by CMS in January
2018, but it was quickly followed by a lawsuit, which led
to Judge Boasberg of the D.C. District Court remanding
the waiver back to HHS for further review, halting its
implementation in June 2018. The waiver was once again
approved by CMS with minimal changes in November
2018 and went back to court in March 2019 where
Judge Boasberg once again sent the waiver back to CMS
for further review. In December 2019, a newly elected
Kentucky Governor rescinded the waiver in its entirety,
maintaining Medicaid expansion in Kentucky. During

this back-and-forth, different aspects of the waiver were
still being implemented at different periods of time when
the waiver was temporarily approved. This included
suspension of dental and vision coverage for certain
Medicaid enrollees and mandatory Medicaid copays.
The majority of participants in this study indicated that
the constant changes in the status of the waiver and the
proposed changes to Medicaid eligibility, specifically work
requirements and copays, caused increased confusion
among both providers and consumers. A recent report
that explores the experiences of individuals who partic-
ipated in the implementation of Section 1115 Medicaid
waivers in Arkansas, Indiana, Iowa, and Michigan, share
similar concerns as current study participants.32 The
report repeatedly emphasized the need for additional
administrative support and concerns regarding limited
outreach and education to consumers. Systematic barri-
ers in addition to confusion and low levels of HIL place
rural underserved communities at risk of misinterpret-
ing the implications of the waiver. Work requirements
represent a barrier to access in a population currently
struggling to use the services and benefits that are already
available due to socioeconomic factors. From a public
health perspective, the proposed state Medicaid waiver
has the potential to introduce a new group of uninsured
or underinsured individuals who will require additional
supports and services to seek, select, enroll in, and
effectively use their insurance to meet health care needs.

Limitations

There are several limitations to take into consideration
with interpreting findings from this study. The study find-
ings represent the HIL challenges in a sample of providers
in predominantly rural, Appalachian communities of
Kentucky using a qualitative approach. Therefore, find-
ings may not be generalizable to other regions of the state,
other states, or other rural regions in the United States.
Using purposeful sampling methods could have intro-
duced selection or sampling bias, leading to the omission
of other relevant health service roles and providers in
urban regions and/or other perspectives on this issue.
Confirmation bias could have also influenced these
findings; however, researchers took every opportunity to
challenge preexisting assumptions and hypotheses. Policy
implications must be interpreted cautiously as state
Medicaid and waiver policies differ across states and
continue to change.

Conclusions

This study provides crucial evidence on the availability of
programs and resources that support informed consumer
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health care decision-making with a focus on improving
consumer HIL. The HIL of all populations, especially those
in underserved rural areas, has major implications for
accessing and utilizing health care services and ultimately
a population’s overall health outcomes. Results from
this study indicate a pressing need for implementing
standardized training programs that provide training,
tools, and resources for outreach workers to help them
better assist consumers, especially in low-income, rural
areas, with accessing and using health insurance. Health
reform policies should continue taking into account
the social determinants of health that impact consumer
HIL, especially among rural health care consumers. It
is imperative that future studies continue to address the
impact that our current health system and associated
policies have on consumer HIL and vice versa.
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