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ABSTRACT

Background: Despite increases in the number of insured Americans, consumers continue to face barriers 

in accessing care. Low levels of health insurance literacy (HIL) are associated with suboptimal use of health 

insurance coverage. There remains a need to further contextualize the relationship between HIL and access 

to care, especially among insured working-class people. Objective. This study was conducted to understand 

the pathways through which HIL affects health care decision-making and access to care in an urban working-

class population. Methods: Using a qualitative descriptive approach, we conducted five focus groups with 

45 adult residents of South Louisville, Kentucky. The questions explored participants’ experiences of insur-

ance enrollment, use, and health care system navigation, as well as their perceptions and needs regarding 

accessing health insurance information. Using inductive thematic analysis, transcripts were open coded in-

dependently by team members, a focused coding framework was agreed upon, and emergent themes were 

identified through constant comparison techniques. Key Results: Most participants placed high value on 

their insurance, considering it the most important benefit employers offer. Despite having adequate HIL, most 

participants expressed frustration with the amount of time and effort they spent to determine the best insur-

ance plan, obtain covered health services, and settle claims, often with ineffective results. Despite having 

insurance, cost considerations influenced many participants’ decisions to accept certain tests or treatments, in 

some cases resulting in delayed or foregone care. Conclusions: The findings of this qualitative study indicate 

that obtaining health care is strongly influenced both by the individual context of HIL knowledge, experience, 

and life circumstances, and by the structural context of the complex, bureaucratic, and costly health care 

system. Interventions to improve HIL should include practical examples and real-life scenarios, because HIL 

gained from experiential narratives was the most useful in navigating the health care system. [HLRP: Health 

Literacy Research and Practice. 2022;6(2):e61–e69.] 

Plain Language Summary: By conducting focus groups with a working-class population, this study contex-

tualizes the pathways through which HIL affects consumers’ health care decision-making and access to care. 

Findings demonstrate that obtaining health care is strongly influenced both by the individual context of HIL 

knowledge, experience, and life circumstances, and by the structural context of the complex, bureaucratic, 

and costly health care system. 

A major goal of health insurance expansion is to increase 
access to care. However, rapid changes to the American health 
care landscape have not been accompanied by large scale efforts 
to improve health insurance literacy (HIL) and teach the skills 
necessary to navigate the health care delivery system (Edward 
et al., 2019; Quincy, 2012a). The passage of the Affordable Care 
Act (Patient Protection and Affordable Care Act, 2010) extend-
ed coverage to approximately 22.8 million Americans (Carman 

et al., 2015) and Kentucky was among the first states to expand 
Medicaid eligibility and establish a state-based health insurance 
exchange (Buchino et al., 2016; Creel & Buchino, 2016). This 
resulted in the largest state decline in the uninsured rate in the 
nation between 2013 and 2016 (Witters, 2017), reducing dis-
parities in unmet needs due to costs (Benitez et al., 2018). 

HIL is the “knowledge, ability, and confidence to find and 
evaluate information about health plans, select the best plan 
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for. . . [one’s]. . .financial and health circumstances, and use 
the plan once enrolled” (Quincy, 2012a). Notably, health lit-
eracy, numeracy, and financial literacy are necessary compo-
nents of HIL (Kim et al., 2013). A large nationally represen-
tative survey found that one-half of adults were not confident 
in using health insurance effectively (Edward et al., 2019). 
Another representative survey found that although about 
70% understood basic insurance terms, only 16% could 
calculate out-of-pocket costs (Norton et al., 2014). Both 
surveys found disproportionately lower HIL among young 
adults, uninsured, and those with lower income and educa-
tion (Edward et al., 2019; Norton et al., 2014). 

Studies have shown that low HIL may contribute to de-
layed or foregone care, even among the insured (Long et al., 
2014; Morgan et al., 2008; Tipirneni et al., 2018). Limited 
HIL is associated with higher uninsured rates, suboptimal 
selection and use of health insurance coverage, lower uptake 
of preventive services, more frequent emergency depart-
ment visits, delayed or foregone care, and poorer percep-
tion of overall health (Barnes et al., 2015; Hoerl et al., 2017; 
Loewenstein et al., 2013; Long et al., 2014; Mayo et al., 2016; 
Morgan et al., 2008; Paez et al., 2014; Quincy, 2012a, 2012b; 
Tipirneni et al., 2018). There remains a gap in the literature 
about the processes through which HIL influences these out-
comes in various contexts. Therefore, further contextualiza-
tion is needed about the association between HIL and access 
to care. 

The aim of this qualitative study is to understand how 
HIL affects consumers’ health care decision-making and ac-
cess to care. It explores the health insurance experiences of 
the working-class population of South Louisville, Kentucky, 
and serves as a comparison to an HIL study conducted in 

the predominantly African American community of West 
Louisville, Kentucky (Ali et al., 2018; Muvuka et al., 2020).

South Louisville is a racially and ethnically diverse, and 
predominantly working-class community that spans sev-
en neighborhoods and eight zip codes (Kelly Pryor et al., 
2017). The residents are 76% White, with a median house-
hold income of $45,559 and 89% have insurance coverage 
(U.S. Census Bureau, 2016). Although South Louisville does 
not have the poorest health indicators in the city, there are 
troubling disparities between these neighborhoods and Lou-
isville Metro as a whole. South Louisville’s life expectancy 
of 75.5 years is below the Metro average of 76.8 years, and 
well below the life expectancies in the city’s wealthiest areas, 
which range from 78 to 82 years (Kelly Pryor et al., 2017).

METHODS
Using a qualitative descriptive approach, five focus 

groups were conducted with adult South Louisville residents 
and one individual interview was conducted in American 
Sign Language (ASL). To ensure access to residents in all 
five South Louisville neighborhoods (Fairdale, Valley Sta-
tion, Shively, Iroquois, and Okolona), separate convenience 
sampling was undertaken within each neighborhood and fo-
cus groups were held at publicly accessible locations in each 
neighborhood. Participants were recruited through flyers 
at community centers, churches, libraries, and businesses; 
phone outreach to local organizations and leaders; and word 
of mouth, with the stated purpose of discussing their health 
insurance experiences and information preferences. Par-
ticipants were offered a $20 gift card as compensation. The 
study was approved by the Institutional Review Board at the 
University of Louisville.
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The focus groups and interview, each lasting between 
60 and 90 minutes, were facilitated by the authors (R.K., 
R.M.C., M.H.Y., N.A., B.M.), audio recorded, and tran-
scribed verbatim. Using a semi-structured approach, 
the facilitator guided discussion of each focus group to 
explore open-ended questions about participants’ expe-
riences, perceptions, and needs relating to enrollment 
and use; health care system navigation; health insurance 
information-seeking; barriers and enablers to accessing 
insurance information; and trusted and desirable infor-
mation delivery modalities. 

Transcripts were verified, anonymized, and imported 
into a web-based data analysis software (Dedoose, Version 
7.0.23). Inductive thematic analysis was used to identify 
emergent themes and subthemes within the data (Braun 
& Clarke, 2006). Team members open-coded transcripts 
independently, followed by adjudication and agreement 
upon a focused coding framework. After focused coding 
of one-third of the transcripts, an intercoder reliability 
test was conducted. The results indicated good agreement 
(Cohen’s Kappa 85%). Focused coding was then applied 
to the remaining transcripts. 

Participants completed a brief confidential, written 
survey with validated measures on self-reported demo-
graphics, health status, health coverage, and health care 
access to characterize the sample. Survey data were ana-
lyzed using descriptive statistics in IBM SPSS Statistics 
24®. 

RESULTS
Forty-four residents participated in focus groups and 

one individual was interviewed using an ASL interpreter. 
Participants’ ages ranged from 22 to 82 years, but more 
than two-thirds were age 55 years or older. The focus 
groups had an average of 9 participants each, within the 
best practice range of 6 to 12 (Krueger, 2014; Morgan, 
2018). Most participants were female (73%) and White 
(71%). Only 9% of respondents had less than a high school 
education, whereas 20% had college degrees; the majority 
(71%) had a high school diploma or some years of college/
technical school. Most participants (73%) were either em-
ployed/self-employed or retired. The participants’ mean 
annual household income was $46,543 (standard devia-
tion: $17,635; missing = 9). Nearly all participants (96%) 
reported currently having health insurance coverage, with 
40% covered by private insurance (either employer-spon-
sored insurance [ESI] or purchased through the health 
care exchange), 31% by Medicare, 13% by Medicaid, and 
11% by Veterans or TRICARE insurance. In the past two 

years, 22% had changed their health insurance. Most par-
ticipants (82%) described their general health status as 
good, very good, or excellent. See Table 1 for demograph-
ics and participant health insurance characteristics. 

The qualitative themes presented below fall into four 
overarching domains (Figure 1): the health care system’s 
structural context (complexity, costs); the individual con-
text (HIL knowledge, experience, life transitions); the 
points at which these contexts intersect (insurance enroll-
ment, accessing health care services); and how health care 
reform, resources, and support may reduce HIL barriers 
and lead to more optimal coverage and affordable care. 
Also represented in Figure 1 are data from the partici-
pants on the emotions that consumers experience while 
enrolling in health insurance and accessing health care, 
specifically stress, anxiety, mistrust, and frustration. 

STRUCTURAL CONTEXT 
Complex, Bureaucratic, and Error-
Prone Health Care System

“I don’t trust none of them. I don’t, because they 
make it too complicated, it doesn’t need to be that way.” 
—Fairdale participant 

Participants found the health care system generally—
and health insurance specifically—complex and confus-
ing to navigate. Systemic complexity was considered un-
necessary or even intentional. Experiences with health 
care bureaucracy led to fear and mistrust. The complex-
ity affected consumers’ ability to understand their health 
insurance’s terms and calculate health care costs. For ex-
ample, one consumer stated:

I’ve met my deductible… the out-of-pocket is what I’m 

working on now, and still ain’t met that. …Why don’t they 

just combine both of those, the out-of-pocket and the de-

ductible, and make it just one? It is so confusing. —Okolona 

participant

Participants gave examples of how systemic complex-
ity led to bureaucratic errors, often related to billing. Ex-
amples included denials of valid claims and billing for 
medical supplies not received. Participants described feel-
ing caught between providers and insurers, often bearing 
responsibility for the bill until the problem was resolved: 

I recently had some bills that were denied by the insur-

ance company because of something the doctor didn’t word 

right. You kind of get caught in the middle of that. So, insur-

ance companies let you know, ‘We’re going back to the doctor 

to tell them to send us more information.’ In the meantime, 

the doctor’s office is sending me 100% of the bill. . .It’s real 

frustrating. The billing is a challenge. —Okolona participant

HLRP: Health Literacy Research and Practice • Vol. 6, No. 2, 2022
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Participants discussed me-
ticulously comparing bills and 
insurance paperwork to re-
solve discrepancies, which re-
quired a sophisticated under-
standing of the system, time, 
effort, and persistence.

Insurance and Health Care 
Are Necessary, But Costs Are 
High and Unpredictable 

A major theme discussed 
across all focus groups was the 
high and unpredictable cost of 
health insurance and health care. 
Although participants valued 
health insurance because it pro-
tected them from catastrophic 
emergency costs, some partici-
pants questioned its everyday 
utility (“It seems to me the main 
reason for health insurance is if 
there is an emergency. . .because 
it really doesn’t do much. It 
might do some.” —Shively par-
ticipant). Some called for com-
prehensive reform (“Health 
insurance as a whole just needs 
to be rethought in this country.” 
—Okolona participant). 

Participants described sur-
prise bills for costs that they 
thought would–or should–be 
covered. They discussed the 
large proportion of their in-
come spent on insurance, which 
made unexpected out-of-pocket 
costs particularly frustrating 
(“My husband and I have [a 
plan with] a $4,000 deductible 
and then they talk about some 
other [cost]. . .it’s like, well, have 
I not paid enough already?” 
—Iroquois participant).  Cost 
considerations often resulted in 
delayed or foregone care, even 
for those with insurance (“There 
have been times when we can-
not afford to go to a specialist 
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TABLE 1

Demographics and Insurance Characteristics of  
Participants (N = 45)

Characteristic n (%)
Female
Male

33 (73)
12 (27)

Age (years)
    20-40 
    41-54
    55-64 
    65 and older

5 (11)
9 (20)

19 (42)
12 (27)

Race/ethnicity 
    White
    Black or African American
    American Indian or Alaska Native

32 (71.1)
12 (26.7)

1 (2.2)

Marital status
    Married or partnered
    Divorced or separated
    Widowed
    Never married

23 (51.1)
8 (17.8)
7 (15.6)
7 (15.6)

Employment statusa 
    Employed or self-employed
    Retired
    Unable to work
    Homemaker 
    Out of work

20 (45.4)
12 (27.3)
6 (13.6)
3 (6.8)
3 (6.8)

Highest education completed
    Grades 1-8 (elementary/middle school)
    Grades 9-11 (some high school)
    Grade 12 or GED (high school graduate)
    College 1-3 years (some college or technical school)
    College 4 years (college graduate)
    Graduate school (advance degree)

2 (4.4)
2 (4.4)
18 (40)

14 (31.1)
3 (6.7)

6 (13.3)

Have health insurance 43 (95.6)

Type of insurance
    Private insurance/ employer sponsored insurance
    Medicare
    Medicaid
    Tricare 
    None

18 (40)
14 (31.1)
6 (13.3)
5 (11.1)
2 (4.4)

Length of time covered by current health insurance
    Less than 1 year
    1-2 years
    More than 2 years
    None

4 (8.9)
10 (22.2)
29 (64.4)

2 (4.4)

Changed insurance in past 2 years
    Yes
    No

10 (22.2)
35 (77.8)

Have primary care provider
    Yes
    No

41 (91.1)
4 (8.9)
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because we don’t have the copay.” 
—Okolona participant). 

INDIVIDUAL CONTEXT 
Health Insurance Literacy: 
Knowledge and Application

Most participants had a basic 
understanding of health insur-
ance, including concepts such as 
copays, deductibles, premiums, 
and provider networks. Never-
theless, they had trouble apply-
ing the concepts to their own 
situation to make an informed 
decision. As one participant 
elaborated: 

Define understand. Because I 

have a basic understanding, enough 

to know what I need to know to use 

it. The confusing part for me is like 

when it is open enrollment time, and they’re like, ‘Here’s plan A, B, 

C, D,’ and trying to figure out which level of coverage is going to be 

best for me. —Valley Station participant 

Problems with HIL emerged both when consumers used 
their plans and changed to new plans. Participants described 
not fully understanding their plan’s details. Sometimes, they 
did not know if they made the right insurance coverage deci-
sion until they had a major medical issue (“We found out when 
we had this accident that the part B is something he should 
have had.” —Fairdale participant). They found anticipating 
out-of-pocket expenses especially difficult. 

Participants who claimed to be more comfortable with HIL 
concepts gained their knowledge by working in the healthcare 
field or by navigating insurance for themselves or a loved one. 
Some studied insurance documents or sought in-person assis-
tance, but they noted this was time consuming and often frus-
trating and expressed empathy and concern for those with less 
knowledge. All participants recognized an acute need for more 
personalized and accessible health insurance information. 

Socioeconomic Status, Employment, and Life Transitions
Participants’ socioeconomic status, including their finan-

cial circumstances, employment status, and major life transi-
tions, affected their health care coverage. Despite having health 
insurance, participants in each focus group described fear and 
anxiety about being uninsured. Uninsured participants coped 
with these feelings by “trying not to think about it,” and hoping 
they would not need medical care. Expensive costs were said to 
take a higher toll on “us South End” or “middle class” people. 

As the most common type of coverage for the participants, 
ESI was the most frequently discussed. Most participants with 
ESI valued their coverage and described it as one of the most im-
portant benefits employers offer. Indeed, individuals’ decisions 
about employment were often linked to concerns about cover-
age. Some selected jobs solely for their health insurance benefits. 

Look for the health insurance. Make sure that you check that, be-

cause if you’ve got a job that pays good, but you don’t have very good 

health insurance, you’re not going to make that much money. —Val-

ley Station participant

Participants usually kept the same insurance plans over time; 
they faced difficulty when they were required to change their 
coverage after a major life event (e.g., changing or losing a job, 
retiring, or becoming disabled). Transitioning coverage was con-
fusing, even for consumers who understood their previous plan. 
Consumers needed strategies to understand and navigate their 
new plan at these transition points. Many participants found 
Medicare especially confusing because it is structured differently 
than private insurance (“I had to change my insurance to Medi-
care. . .that was a whole new ballgame. What was this? [laughs]” 
—Okolona participant). 

Several participants were caught in coverage gaps. For ex-
ample, low-income younger people found that slight increases in 
pay caused them to churn between cost-free Medicaid coverage 
and either expensive ESI (if available) or becoming uninsured 
due to unaffordability.  Older participants described being not 
yet eligible for Medicare but facing higher premiums and more 
health problems as they aged. Some delayed their retirement un-
til they became Medicare eligible (“That’s the reason I continue 
to work.” —Okolona participant). 
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TABLE 1 (CONTINUED)

Demographics and Insurance Characteristics of  
Participants (N = 45)

Characteristic n (%)
Last visit to health care provider
    Within the past year
    Within the past 2 years
    5 or more years
    Never

39 (86.7)
1 (2.2)
4 (8.9)
1 (2.2)

General health status
    Excellent
    Very good
    Good
    Fair
    Poor

6 (13.3)
9 (20)

22 (48.9)
7 (15.6)
1 (2.2)

Note. GED = General Educational Development.  
aMissing 1 response.
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INTERACTION WITH THE HEALTH CARE SYSTEM 
Enrolling in Health Insurance

One major task requiring HIL was selecting and enrolling 
in an insurance plan for themselves or their household. Par-
ticipants reported difficulty understanding plan details, gath-
ering household health and financial information, and making 
a good decision in the time allotted to open enrollment. For 
households with multiple earners, different open enrollment 
periods made it difficult to compare options and make in-
formed decisions. Many described negative emotions during 
enrollment such as feeling “confused,” “lost,” and “stressed.” 

When comparison shopping, plans were primarily selected 
based on cost, but also provider network and their family’s 
health needs (“I try to figure out what I can pay a month, what 
I can pay a year, how often I go to the doctor’s office. Can I 
go from state to state?” —Okolona participant). Attempting to 
anticipate the future while selecting the “right plan” provoked 
anxiety (“Will I need anything during the coming year? You 
can’t foretell any sort of injury or illness or sickness that might 
go on.” —Fairdale participant). The result was exasperation; 
some gave up trying to fully understand their insurance op-
tions (“You try to understand it, but at some point, you just 
have to go with something” —Fairdale participant). 

Accessing Health Care Services
Participants described their interactions with the health 

care system. Specifically, they discussed their decision-making 
about when to seek health care, their knowledge and strategies 
related to accessing care, and barriers they experienced. Some 

participants did not allow costs to influence their health care 
decision-making (“Health is too important; you’ll work out the 
money.” —Okolona participant). However, many delayed seek-
ing health care services due to high co-pays and unpredictable 
medical bills. According to a participant with ESI:

We try to truly avoid going to the doctor, and at our age, we 

really should be going to the doctor. But we don’t. Unless you’re 

really feeling like you’re going to die. . .It’s a shame that we’re in that 

mindset that we feel like we can’t go. —Valley Station participant

Anticipating high costs also influenced decision-making 
about accepting certain tests and treatments, regardless of pro-
vider recommendations: 

I have to sit there and say, you know, ‘do I need to do that?’ It 

used to be whatever they said I did, but I financially can’t do that 

anymore, you know, because it’s so costly. —Iroquois participant

Some participants reported that their health care providers 
did not know if insurance covered the tests or treatments they 
ordered, or how much it would cost:

[The doctor says] “I’m giving you this shot.”
[I say] “Is it covered?”
[The doctor says] “I don’t know. We can check.”
Then they still don’t know. That’s why I say, “if it’s not cov-

ered, I don’t want it!” (—Fairdale participant) 
Drawing on their experiences, participants shared strate-

gies for navigating the complex and expensive health care sys-
tem. For example, one participant emphasized investigating 
whether the service is covered by insurance before agreeing 
to the treatment (“It’s a conversation you have to have at the 
beginning, at the start of the appointment. Am I covered for 
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Figure 1. Model developed from inductive thematic analysis shows how health insurance literacy (HIL) interacts with other individual and struc-
tural contexts to affect consumers experience when obtaining health care. 
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this?” —Fairdale participant). Another described how, with 
persistence, she had navigated a lower drug price through 
the manufacturer. Determination was considered an im-
portant component of success. 

Many described a lack of trust toward health insurance 
companies, providers, and the health care system as a whole. 
For example, an Okolona participant said the “health in-
surance company [incorrectly bills patients] just to make 
a buck. Because they really don’t care about your health. 
They are for profit.” A Fairdale participant added, “I would 
say [I trust] nobody. Because I feel like all of them are for 
profit. The doctors, the hospitals, the insurance companies.” 
Conversely, some described positive interactions with the 
health care system, specifically mentioning their primary 
care providers or the Veterans Health Administration.

Overall, navigating the health care system was challeng-
ing for most consumers. For those with significant medical 
issues, the stress and frustration of dealing with the system 
was an additional burden: 

There are times when you’re just tired of it, you know? 

You’re tired of doctors and having to advocate for yourself. I 

know what it’s going to be like for me trying to get the answers 

that I need. And at this point, it just isn’t worth the hassle. —In-

dividual interview participant

Health Insurance Information Delivery, 
Resources, and Support 

Health insurance information was needed to select and 
enroll in appropriate plans, to understand and use a plan 
once enrolled, and to resolve problems related to health-
care access and billing. Participants discussed their pref-
erences for receiving this information. They preferred a 
combination of information delivery methods, tailored to 
their coverage, health care needs, level of understanding, 
and specific tasks (e.g., getting a bill resolved or selecting 
a new health plan). Participants perceived that print, on-
line, phone, and in-person support each had positive and 
negative attributes. A common thread was that insurance 
information must be made easier to understand, whatever 
the delivery method. 

Participants valued print materials as a tangible re-
source. They were considered especially useful in resolving 
disputes. However, lengthy manuals were unhelpful (“They 
make a great fire” —Fairdale participant). Unsolicited mail-
ings were generally ignored. The most useful type of print 
information was a simplified comparison chart of different 
plans, although they noted this resource requires high HIL 
(“That helps, but you have to know how to read it, or have 
someone to read it for you” —Okolona participant). 

Many participants were able to use their phone, tablet, or 
computer to connect to the internet and search for informa-
tion, such as using personalized health insurance portals to 
find information or initiate an online chat with a representa-
tive. Simultaneously, they noted that others with limited com-
puter literacy or access, particularly older adults, were unable 
to do so (“But here I am 64 and my aunt who is 85 is like “iPad? 
What? Cell phone? What? Give me that telephone!” —Okolona 
participant). 

Participants described phone communication as important. 
In particular, they contacted their insurance company by phone 
to find information or resolve problems. Nonetheless, they 
commonly described frustration with automated systems and 
the length of time it took (“You can sit on that phone for a rep-
resentative, you believe me, for two hours, then finally you get 
angry and hang up.” —Fairdale participant). Although many 
considered phone-based information reliable, some others 
were concerned about accuracy (“You want something in writ-
ing, that’s tangible. Somebody promised you something over 
the phone. Well, that’s not real” —Valley Station participant).

In-person communication was described in positive terms 
because, “you can ask the right questions… It’s more person-
able too, it’s more human” (Fairdale participant). Participants 
used in-person assistance for selecting and/or enrolling in 
plans and were able to get specific answers. They emphasized 
the importance of the messenger; not all sources of in-person 
assistance (e.g., family, friends, enrollment assisters, human 
resources staff, and insurance company representatives) were 
considered accurate and trustworthy. Insurance company rep-
resentatives were perceived to have important information, 
but some participants expressed mistrust. Similarly, human 
resources and union representatives were often considered im-
portant resources for those enrolled in ESI or employer-spon-
sored retirement health plans, but some perceived a conflict of 
interest. Many turned to their healthcare providers for guid-
ance about coverage and cost but acknowledged that they can 
provide inaccurate information. Overall, participants agreed 
that access to someone who could provide neutral and clear 
information tailored to an individual’s needs would be the most 
valuable.

DISCUSSION
Our research explored the HIL of South Louisville resi-

dents, how HIL affected their health behavior, and how indi-
viduals encounter the distinct but interrelated aspects of health 
care system navigation, enrolling in health insurance, and ac-
cessing care. Ideally, interactions with these processes should 
be simple and intuitive, leading to enrollment in appropriate 
coverage and access to high-quality, affordable health care. 

HLRP: Health Literacy Research and Practice • Vol. 6, No. 2, 2022
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However, as research shows, people with insurance may 
still have problems in accessing care and paying for services 
(Carrillo et al., 2011; DeVoe et al., 2007; Long et al., 2014; 
Morgan et al., 2008; Tipirneni et al., 2018). The well-cited 
model by DeVoe et al. considers three hierarchical struggles to 
obtaining healthcare—insurance coverage, access to services, 
and costs (DeVoe et al., 2007). Building on this, the Health 
Care Access Barriers model describes financial, structural, 
and cognitive barriers to healthcare (Carrillo et al., 2011). 
Both models indicate that the risk of delayed or foregone care 
among the insured population is modulated by structural or 
financial barriers within the health care system, but neither 
considers the importance of HIL (Carrillo et al., 2011; DeVoe 
et al., 2007). Conversely, other studies describe the importance 
of low HIL as a factor contributing to delayed or foregone care 
but overlook persistent structural or financial barriers (Long 
et al., 2014; Morgan et al., 2008; Tipirneni et al., 2018). 

This qualitative study further contextualizes HIL as an ad-
ditional layer within the previous hierarchical models. While 
HIL is an important factor for appropriate insurance enroll-
ment and use, this study found that the risk of delayed or fore-
gone care remains even among insured consumers with ad-
equate HIL. Our findings (Figure 1) emphasize that obtaining 
health care is strongly influenced both by the individual con-
text (HIL knowledge, experience, and life circumstances), and 
structural context (complex, bureaucratic, and costly health-
care system). For example, despite adequate HIL, participants 
expressed frustration at the time and effort spent determining 
the best plan, obtaining covered health services, and settling 
claims (often unsuccessfully). Additionally, for many insured 
participants, cost considerations influenced decisions to ac-
cept certain tests or treatments. This oftentimes resulted in 
delayed or foregone care. 

Moreover, health insurance in the United States is tied to 
important life transitions. Becoming unemployed, changing 
employers, or retiring from the workforce due to age or dis-
ability are all major events that can force changes in insurance. 
Our results emphasized the importance of these periods of 
transition as key points during which additional HIL support 
is needed. 

This study found that HIL gained from personal experi-
ence or that of family/friends was the most useful.  Efforts to 
build HIL should focus on practical and experiential learning 
to prepare people for all aspects of insurance enrollment and 
coverage use. Information should be delivered in multiple for-
mats (i.e., print, online, in-person), tailored to different con-
texts and populations, and presented in a clear and simplified 
manner. Also, in-person assistance must be from a trusted 
person who can provide relevant and accurate information. 

Future work includes developing and piloting an HIL inter-
vention that uses these findings and is tailored to the consum-
er’s life transition and socioeconomic contexts. Evaluation of 
such an intervention should include not only an assessment of 
consumers HIL levels, but also their levels of stress and anxi-
ety surrounding the experiences of enrollment and accessing 
care.

Structural contexts must also be considered when devel-
oping HIL interventions. State and federal initiatives should 
address systemic barriers to health care access and cost. Ex-
amples of approaches include legislation to protect consumers 
from surprise billing (Bluth, 2018) and the establishment of 
healthcare advocate offices as independent or governmental 
agencies to assist consumers and propose policy solutions 
(Hunt, 2018).

STUDY LIMITATIONS
This study has some limitations. Our sample was older 

and more female than the South Louisville population. This is 
consistent with the literature; older women tend to take on the 
burden of health care decision-making for families (Matoff-
Stepp et al., 2014). We did not use standardized testing to as-
sess participants’ HIL, which may limit the comparison of our 
sample with quantitative studies. Instead, this qualitative study 
gathered contextual descriptions of participants’ perceptions 
of their HIL, including their misconceptions and real-life ex-
periences with health insurance. As with other qualitative re-
search the intended aim of this data was not generalizability, 
but rather transferability, which refers to the extent of appli-
cability of the study findings in comparable contexts (Hough-
ton et al., 2013; Lincoln & Guba, 1985). The resulting model 
developed from the rich qualitative data (Figure 1) provides a 
better understanding of the relationship between consumers’ 
HIL and their health care experiences and applies to contexts 
outside of the working-class community of South Louisville.

As debates over health care and health insurance continue 
to feature on the national stage, the pace of change is unlikely 
to slow. To protect people from destabilizing health care costs 
and reduce the risk of delayed or foregone care, this study’s 
findings provide context for developing HIL interventions 
and addressing systemic barriers to improve healthcare access.
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