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Abstract

Objectives: Inequities in access to and utilization of health care greatly influence the health and quality of life of American
Indian elders (AIEs). This study explores the importance and perceived prevalence of factors affecting health care use within
this population and assesses the changeability of these factors to produce a list of action items that are timely and relevant
to improving health care access and utilization.

Method: Concept mapping was conducted with AIEs (7 = 65) and professional stakeholders (7 = 50), including tribal
leaders, administrators of public-sector health systems, outreach workers, and health care providers. Data were analyzed
using multidimensional scaling and cluster analyses.

Results: The final concept-map model comprised nine thematic clusters related to factors affecting elder health care:
Difficulties Obtaining and Using Insurance; Insecurity from Lack of Knowledge; Limited Availability of Services; Scheduling
Challenges; Provider Issues and Relationships; Family and Emotional Challenges; Health-Related Self-Efficacy and
Knowledge; Accessibility and Transportation Barriers; and Tribal/National Policy.

Discussion: Findings suggest that improvements in access to and utilization of health care among AIEs will require actions
across multiple domains, including health system navigation services, workforce improvements, and tribal, state, and fed-
eral policy. A multilevel socioecological approach is necessary to organize and undertake these actions.

Keywords: Health disparities, Health services use, Insurance, Minority aging (race/ethnicity)

Published reports describe American Indians (Als) as
experiencing some of the worst health disparities in the
United States, including higher rates of physical and
mental illness, and a lower life expectancy than other
U.S. populations (Espey et al., 2014; Indian Health
Service, 20135). Although members of federally recognized
tribes are entitled to health care as a treaty-guaranteed
right, Als are more likely to go without health care than
non-Hispanic Whites (Boccuti, Swoope, & Artiga, 2014).
These disparities greatly influence the health and quality

of life of American Indian elders (AIEs), defined as indi-
viduals aged 55 and older. Inequities in access to and util-
ization of health care among AlIEs are due to intersecting
factors at multiple levels of influence, including personal
and interpersonal circumstances, community and organ-
izational dynamics, and tribal, state, and national policy.
This study uses concept mapping (CM), a participatory
mixed-method approach to data collection and ana-
lysis, to gain a multilevel understanding of the factors
influencing AIE health care.
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Background

Compared to their non-Hispanic White counterparts, Als
live with disproportionately high rates of health problems,
such as cardiovascular disease, diabetes, heart disease, hy-
pertension, and obesity (Espey et al., 2014; Indian Health
Service, 2015; Kim, Bryant, Goins, Worley, & Chiriboga,
2012; Schieb, Ayala, Valderrama, & Veazie, 2014; Veazie
et al., 2014), as well as mental health concerns (Beals et al.,
2005). Among AIEs with chronic illnesses, comorbidities are
common and increase with age (Goins & Pilkerton, 2010;
John, Kerby, & Hennessy, 2003). Almost one fourth of Als
have a disability (Smith-Kaprosy, Martin, & Whitman,
2012). Adults who are Al are also less likely to see a med-
ical doctor or have a usual source of care than Whites (Kim
et al.,, 2012). Many AIEs lack health insurance, which neg-
atively affects their access to health care (Upper Midwest
Rural Health Research Center, 2007; Willging, Waitzkin, &
Wagner, 2005). Although the 2010 Patient Protection and
Affordable Care Act (ACA) expanded access to health in-
surance for Als, reports estimate that 25% of elders under
age 65 remain uninsured (Boccuti et al., 2014).

Numerous intersecting factors affect AIE access to and
use of health care at multiple levels: individual, interper-
sonal, organizational, community, and policy (McLeroy,
Bibeau, Steckler, & Glanz, 1988). Individual-level fac-
tors include race, ethnicity, age, and education, as well as
employment and housing status, income, and health and
mental health history. Low health literacy is also common
among both Als and older adults (White, 2008), and is
correlated with poor health-related self-efficacy, less use
of preventative care, and higher morbidity and mortality,
especially in seniors (Baker, Wolf, Feinglass, & Thompson,
2008; Cho, Lee, Arozullah, & Crittenden, 2008). Additional
individual factors likely to affect the health literacy of older
adults include difficulty processing information due to cog-
nitive aging and vision and hearing impairments (Centers
for Disease Control and Prevention, 2009; Verney et al.,
2008). Older adults may also be reluctant to ask questions
in health care settings (Rubin, Freimuth, Johnson, Kaley, &
Parmer, 2014). Increasingly, comfort with technology is an
integral component of health literacy (Kim & Xie, 2016).
At the interpersonal level, positive social interactions and
emotional support affect the health and quality of life of
AlEs, including their resilience, mental health, and experi-
ences of chronic pain (Conte, Schure, & Goins, 2015; Roh
et al., 2015). Yet, AIEs may be negatively affected by un-
supportive family or social relationships. Their likelihood
to access health care may also be influenced by the time
commitment and financial responsibility of caring for
children and grandchildren (Jaramillo, Willging, Haozous,
Verney, & Lujan, 2019).

At the organizational and community levels, the ma-
jority of AlIEs rely on the Indian Health Service (IHS),
where they are entitled to receive available health care serv-
ices at no cost without health insurance (Adamsen, 2015).
However, the Fiscal Year 2017 IHS per capita health care

expenditure was $3,851, far less than the $10,348 per
capita health care expenditure for the U.S. population in
2016 (Indian Health Service, 2019). Because the THS is a
health service delivery system, not an insurance provider,
it cannot protect against unforeseen medical expenses and
it is not uncommon for health care demands to exceed
available funding, increasing the likelihood that AIEs face
major medical bills or go without recommended treatments
(Fox, 2011). Another important organizational-level factor
is the provider—patient relationship. Studies show that Als
may feel less trust in their providers and health care or-
ganizations than their non-Al counterparts, affecting their
decisions to access health care (Canales, Weiner, Samos,
& Wampler, 2011; Simonds, Goins, Krantz, & Garroutte,
2014). Geography is an additional community-level factor
affecting AIEs. Geographic areas with high concentrations
of Als report disparities in access to and use of health serv-
ices, especially preventative care (Towne, Smith, & Ory,
2014). Elders who live on reservations are also more likely
to be uninsured than urban AIEs as high unemployment
affects their access to private health insurance (Upper
Midwest Rural Health Research Center, 2007). However,
the nearly 60% of Al people in the United States who live
in nonreservation settings may not be able to obtain health
care for which they would otherwise be eligible at IHS or
tribally run programs (Artiga, Arguello, & Duckett, 2013).

Finally, various #ribal, state, and national policies in-
fluence the ability of AIEs to access and use health care.
For example, efforts to use the IHS can be complicated
for individuals who do not meet tribe-specific criteria re-
garding tribal affiliation or who reside outside their tribe’s
IHS service area (Artiga et al., 2013). Scholars also point
to widespread confusion and inconsistency regarding Al
policy at state and federal levels, as well as an overall pau-
city of public funding, as major contributors to Al health
disparities (Dyste, 2014; Skinner, 2016). In addition to re-
authorizing the 1976 Indian Health Care Improvement Act
(IHCIA), the ACA increased access to health insurance for
Als via Al-specific provisions, such as an unlimited enroll-
ment period to purchase private insurance. Additionally, in
the states that accepted the expansion of Medicaid eligibility
for most low-income adults, this benefit affected large num-
bers of Als (Warne, Delrow, Angus-Hornbuckle, & Shelton,
2017). The THS and tribally-run health care programs pro-
vide services to Al patients without insurance. However,
these programs do bill the health insurance of patients with
coverage; consequently, the increase in insured users has in-
fused these programs with new funding (Artiga, Ubri, &
Foutz, 2017; Skinner, 2016; Warne et al., 2017). Notably,
the ongoing national debate over the ACA and public insur-
ance programs in general has increased uncertainty for Als,
particularly the 96% of AlIEs over the age of 65 who rely
on public health insurance, 24% of whom depend on both
Medicaid and Medicare (Boccuti et al., 2014).

The purpose of this study is to further examine these
multilevel factors from the perspectives of AIEs and other
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relevant stakeholders in AIE health, including tribal leaders,
administrators of public-sector systems, outreach workers,
and health care providers. The CM approach has been used
in community-driven, participatory research to engage par-
ticipants in generating theory and determining locally rele-
vant intervention strategies (Kane & Trochim, 2007; Kelly,
Baker, Brownson, & Schootman, 2007; Windsor, 2013).
In this study, we used CM to: (a) explore the importance
and perceived prevalence of multilevel factors affecting AIE
health care access from the viewpoints of diverse stake-
holders who may hold different perspectives, and (b) assess
the changeability of these factors to produce a list of action
items that are timely and relevant to improving health care
access and utilization among AlEs.

Method

In keeping with community-engaged approaches to research
with indigenous peoples (Brave Heart et al., 2016), the study
was conceptualized and designed in consultation with a group
of AIEs and allies comprising the Seasons of Care Community
Action Board (CAB). The members of the CAB have overseen
each aspect of the research, including reviewing data collec-
tion instruments, assisting with recruitment, and strategizing
efforts to promote elder health. The study design and written
informed consent protocols were reviewed and approved by
the Institutional Review Board of the Southwest Tribal Native
American Research Center for Health.

Participants

This CM initiative was conducted between June and
December 2017 as part of a larger study on access to and
utilization of health care and health insurance among AIEs
in two states in the U.S. Southwest (Willging et al., 2018).
We used a purposive sampling strategy to represent a range
of knowledge, beliefs, and experiences related to health
care. The AIE participants were recruited through in-person
outreach during regular visits to Al senior centers, health
clinics, and meetings of health-focused Al groups and or-
ganizations. Additionally, we used reputational case selec-
tion to solicit recommendations from CAB members and
other local experts on AIE health for professional stake-
holder participants, consisting of individuals who played
roles in conceptualizing and enacting health policy affecting
AlEs, or delivering health-related services to AIEs (Schensul,
Schensul, & LeCompte, 1999). The professional partici-
pants were invited to participate via phone and e-mail.

A total of 65 AIEs and 50 professional stakeholder
participants (7 = 115) completed at least one of the CM
sorting or rating activities discussed below. The AIE partici-
pants identified as Al and had an average age of 68.7 years.
A total of 69.2% (n = 45) of AIE participants were female
and 9.2% (n = 6) also reported having Hispanic or Latina/o
heritage. Outreach workers or health care providers (e.g.,
physicians, public health nurses, benefits coordinators;

n = 35; 30.4%) and tribal leaders or public-sector health
system administrators (e.g., state-level health agency staff,
hospital administrators; 7 = 15; 13.0%) comprised the re-
maining participants. The average age of these professional
stakeholder participants was 50.2 years; the majority were
female (7 = 39; 78%) and identified as Al (nz = 47; 94%),
with the remaining professional participants identifying as
White. Four percent (17 = 2) of professional participants
reported that they had Hispanic or Latina/o heritage.
Informed consent was obtained from all participants.

CM Approach

The CM process typically consists of six phases: (a) prep-
aration—researchers identify participants and develop a
focus question; (b) generation—participants contribute
statements in response to the focus question; (c) struc-
turing—participants sort statements into thematic groups
based on similarity and rate each statement on several a
priori dimensions (e.g., importance, changeability); (d) rep-
resentation—researchers conduct multidimensional scaling
(MDS) and cluster analyses to create a “concept map”
placing statements that were sorted together in closer prox-
imity to each other; (e) interpretation—researchers and
participants assess the resulting potential concept maps
to determine which is perceived to best represent the data
and develop cluster labels and interpretations; and (f) uti-
lization—researchers and participants use results to better
understand the perspectives of stakeholders and identify
potential action items. Below, we describe how we applied
this process in the present study.

In the preparation phase, the study team and CAB de-
veloped a single focus question: What factors make it easy
or hard for Native American elders to get good health
care? The focus question was asked in individual, in-depth
interviews with the larger sample of the parent study on
AIE health care access and utilization that were conducted
prior to the remaining CM activities. This parent sample in-
cluded 96 AlEs and 47 professional stakeholders. Of these
participants, nine AIEs and 10 professionals also took part
in the CM portion of the study described here.

The generation phase included a range of activities to
elicit a thorough representation of factors perceived to af-
fect whether AIEs obtained good health care. In the first
step, the research team identified 106 unique factors gener-
ated from the interviews. Slightly revised and consolidated
factor lists were then presented to 20 individuals, including
the 10 members of the CAB and the attendees of two small
group forums (one consisting of five AIEs and one of five
health care administrators/providers) to get feedback on
the interpretability of the statements and identify other
key factors to consider for inclusion. The demographics of
these individuals mirrored the larger CM sample. These in-
dividuals reviewed, added, and consolidated factor state-
ments to reduce conceptual overlap/redundancy, resulting
in a final list of 61 distinct statements.
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In the structuring phase, each of the 115 CM partici-
pants were first asked to sort the 61 factor statements into
separate thematic groups (or “clusters”) in a manner that
was meaningful to her/him. Each statement was listed on
a separate card and each participant was asked to physi-
cally group together statements that s/he thought were re-
lated. After all cards were grouped into different thematic
piles, participants suggested a name to describe the general
content of each grouping (e.g., “Transportation issues,”
“Insurance”). When researchers observed stakeholders
sorting statements according to their personal relationships
to the factors (i.e., “Things that are hard for me”), partici-
pants were redirected to label piles thematically.

Second, we asked each participant to individually rate
each factor statement (using a Likert scale) on the following
dimensions: “How much do you think this factor affects
the health of Native American elders?” (1 = no effect;
10 = very large effect); “How common do you think this
factor is among Native American elders?” (1 = not common
at all; 10 = very common); “How easy do you think it is to
change this factor?” (1 = very difficult to change; 10 = very
easy to change). Participants marked ratings for each di-
mension on separate worksheets.

Analysis

Analysis was conducted using specialized Concept Systems
software (Concept Systems Inc., 2018). One member of
the research team manually entered the sorting and rating
data into the software; two additional team members re-
viewed the data for accuracy and excluded four invalid
or incomplete cases (e.g., respondents indicating no varia-
bility in ratings). The sorting data from the remaining cases
were analyzed using MDS and hierarchical cluster analysis
(Davison, 1983). These procedures resulted in the crea-
tion of visual representations (i.e., concept maps) for how
statements were typically clustered across all participants.
Multiple concept-map outcomes were considered based on
interpretability of each potential solution, with the ideal
model considered to include the fewest number of clusters
that also represented distinct key concepts (Rosas & Kane,
2012). We first considered a large number of potential clus-
ters (e.g., 20) and then, in stepwise fashion, consolidated
groups that were most thematically similar based on par-
ticipant responses. To arrive at the final cluster solution, we
presented potential solutions ranging from 15 to 8 clusters
to the CAB members, who collaboratively settled on the
nine-cluster solution to best represent the data without loss
of important distinct thematic areas. The CAB also exam-
ined each cluster in this final model to ensure that the label
assigned to it accurately reflected the nature of the state-
ments that it contained.

Next, we used the three different ratings of each factor
separately to calculate an average score for the factor’s
perceived: (a) impact on AIE health, (b) prevalence among
AlEs, and (c) changeability, respectively. Following the

identification of the nine thematic statement clusters, we
calculated the rating of each cluster for these three dimen-
sions by computing the average ratings of the individual
statements contained within each cluster. To identify “im-
portant” clusters that were rated as having high impact on
AIE health, high prevalence among AIEs, and high change-
ability, we created a rank cluster order for each dimension
(with the highest cluster rating ranked as #1, second highest
as #2, etc.), and then summed the three separate rank or-
ders to calculate a total rank score for each cluster.

Results

The final model comprised nine thematic clusters, each rep-
resenting a key domain related to factors affecting whether
AlEs can obtain good health care, as illustrated in Figure
1. These clusters were: Difficulties Obtaining and Using
Insurance; Insecurity from Lack of Knowledge; Limited
Availability of Services; Scheduling Challenges; Provider
Issues and Relationships; Family and Emotional Challenges;
Health-Related Self-Efficacy and Knowledge; Accessibility
and Transportation Barriers; and Tribal/National Policy.
The research team and CAB members evaluated these clus-
ters as having good face validity.

Per Figure 1, each dot within a cluster represents a state-
ment that was sorted into similar categories by partici-
pants. The stress value is a measure of how well the point
map represents the original data. The value should range
from 0.10 to 0.35, with lower values indicating a better fit
(Concept Systems Inc., 2018). When the map did not fit the
original data (i.e., the stress value was too high), this meant
that the distances of statements on the point map were
more discrepant from the values in the similarity matrix
derived from the sorting activity (Kane & Trochim, 2007).
The stress value of 0.23 for our analyses indicate good
model fit for the underlying concept point map from which
the final cluster solution was determined. Table 1 lists each
of the nine clusters and individual factor statements.

Table 2 shows AIE and professional stakeholder ratings
for each of the nine thematic clusters (as determined by the
average of the ratings of the individual factor statements
per cluster), and the relative rank order of the cluster for (a)

9. Tribal/national policy ]:

8. Accessibility and transportation barriers

1. Difficulties obtaining and using insurance

@‘

Insecurity from lack of knowledge

3. Limited availability of services

7. Health-related self-efficacy ; %h:{]ulmg challenges
¢ 5. Provider issues and relationships
\ Family and emotional challenges

Figure 1. Thematic cluster map of factors perceived to affect American
Indian elder health care.
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Table 1. ClusterThemes and Factors Affecting American Indian Elder Health Care

Cluster name

Statements included in cluster

1. Difficulties
Obtaining and
Using Insurance

2. Insecurity
from Lack of
Knowledge

3. Limited
Availability of
Services

4. Scheduling
Challenges

5. Provider Issues
and Relationships

6. Family and
Emotional
Challenges

7. Health-Related
Self-Efficacy

Uncertainty about what health care services/medications are covered by insurance

Insurance or Indian Health Service won’t cover enough health care costs

Difficulty communicating with insurance company (including rude or unhelpful insurance representatives,
understanding insurance lingo)

Having to deal with billing departments and debt collectors

Not knowing how to report or appeal health care/insurance decisions

Needing to change insurance companies

Difficulties using insurance at Indian Health Service

Too many forms to fill out to get insurance

Difficulties using multiple types of insurance

Difficulties paying for the cost of insurance

Lack of education about insurance plan choices

Doctors/health care professionals not accepting insurance plan

Insurance or Indian Health Service refusing to cover certain health care services or prescriptions
Not having insurance/prescription card to show for services

Too many forms to fill out when getting health care services

Not being aware of Purchased Referred Care or how to use it

Not knowing where to find health care information

Limited knowledge of computers or the Internet to obtain information about insurance

Not having access to Native language interpreters/translators to help with insurance enrollment
Difficulties paying for health care costs

Getting inaccurate health care/insurance advice from Indian Health Service and/or Tribal services
Not having a health facility open on weekends or after hours in or near my community

Not knowing where to obtain good health care

Health services/providers being shut down

Not having access to Native language interpreters/translators when communicating with health care professionals
Needing to change to a new doctor and/or health care facility

Difficulty communicating with health care professionals (including rude or unhelpful providers, not
understanding medical “lingo” or terminology)

No same-day appointments available or walk-in access

Long waits at health care facilities

Doctors/health care professionals cancelling/rescheduling appointments

Difficulty scheduling appointments (i.e., being told to call back at a later date when trying to schedule an
appointment or having to schedule appointments more than a month in the future)

Difficulties getting medication prescriptions filled/refilled

Not having a qualified/skilled doctor who can be trusted

Rushed appointments with the doctor (e.g., S-min visit)

Not being able to see the desired doctor or health care professional

Not having all your doctors, nurses, pharmacists, and facilities know the right information about you
Not having a “regular” doctor that knows your personal health history

Concerns about doctors or health care professionals not maintaining privacy/confidentiality

Not knowing how to choose the right doctor

Being overprescribed too many drugs

Family being unwilling or unavailable to advocate on behalf of the elder

Difficulties dealing with emotions related to health care (e.g., feeling like a burden on family
Living alone

Not wanting to tell others about personal health issues

Not being able to be honest with family about health care-related wants and needs

Denying the need for care (“tough guy” mentality)

Not being comfortable/confident enough to ask questions

Not knowing how to advocate for own personal health care

Reluctance to use services provided by Indian Health Service or Tribe

Not being able to read or understand instructions for taking medicines correctly

Not knowing when to go to the doctor (i.e., knowing the “warning signs”
g g 5 g g S1g
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Table 1. Continued

Cluster name Statements included in cluster

8. Accessibility

and High cost of transportation to obtain health care

Transportation

Barriers

Limited availability of elder-specific services (including home health caregivers)

Needing to travel long distances to obtain care (e.g., doctors or emergency care)
Not having reliable transportation to get to health care appointments

Not having access to community health programs (e.g., senior center or clinics) that provide transportation

9. Tribal/National
Policy

Health care is a low priority for Tribal leadership

Information not shared with the community or general meetings

Tribal affiliations or blood quantum restrictions make it hard to get good health care

Not knowing how to influence Tribal leadership

Health care is a low priority for national politicians

impact on AIE health, (b) prevalence among AlIEs, and (c)
changeability. The average ratings for each cluster indicate
that both AIEs and professionals perceived all domains to
have a large impact on AIE health (i.e., all rating values were
above a value of 7 on the 10-point scale). The AIE ratings
ranged from 7.17 (Family and Emotional Challenges) to
7.75 (Provider Issues and Relationships) and professional
ratings ranged from 7.73 (Tribal/National Policy) to 8.15
(Insecurity from Lack of Knowledge). Likewise, the preva-
lence ratings for both AlEs and professionals indicate that
all factors were perceived as fairly common among AlEs.
The AIE ratings ranged from 7.35 (Scheduling Challenges)
to 7.98 (Tribal/National Policy) and professional ratings
ranged from 7.31 (Limited Availability of Services) to 7.80
(Insecurity from Lack of Knowledge). Both AIE and pro-
fessional participants were more ambivalent regarding
the changeability of factors, with average ratings varying
from slightly below to slightly above the midpoint of the
scale. For AlEs, the changeability ratings ranged from
4.89 (Tribal/National Policy) to 5.47 (Health-Related
Self-Efficacy) and for professionals, ratings ranged from
4.52 (Family and Emotional Challenges) to 5.20 (Health-
Related Self-Efficacy).

The cluster rankings facilitated a comparison of the
relative perspectives between AIE and professional parti-
cipants. For example, while the impact ratings for Tribal/
National Policy were nearly identical for AIEs and pro-
fessionals (7.75 and 7.73, respectively), Tribal/National
Policy was ranked first on impact for AIEs, but last for
professional stakeholders. Conversely, Health-Related Self-
Efficacy was ranked high on impact by professionals (rank
order of 2), but relatively low by AIEs (rank order of 8).
An area of some agreement between AIEs and professionals
was found in the high rank order of Insecurity from Lack
of Knowledge (3 and 1, respectively). Overall, there was
a negative correlation between the impact ratings of AIEs
and professional participants (-0.44).

While some variations existed, rankings were generally
more consistent between AIEs and professionals on the do-
mains of prevalence and factor changeability, as evidenced
by positive correlations of 0.19 and 0.44, respectively. The
theme of Family and Emotional Challenges was identified

as prevalent among AIEs by both AIE and professional par-
ticipants (rank orders of 2 and 3, respectively). However,
AlEs rated these factors as more malleable than profes-
sionals (rank orders of 4 and 9, respectively). In general, for
both AIEs and professionals, individual-level factors such
as those sorted into the Health-Related Self-Efficacy cluster
were perceived to be more easily changeable than system-
level factors that included those sorted into Tribal/National
Policy and Limited Availability of Services.

An examination of the total rank score indicated that
Insecurity from Lack of Knowledge was the overall highest-
ranked cluster among AIEs and second highest among
professional participants (total rank scores of 8 and 6,
respectively). The highest total rank score among profes-
sional stakeholders was Health-Related Self-Efficacy (total
rank score of 5). Despite having the lowest changeability
rank order possible, Tribal/National Policy had the second-
highest total rank score among AlEs (total rank score of
11) but was tied for the lowest total rank score among pro-
fessionals (total rank score of 20).

Discussion

Concept mapping is a community-based mixed-method
approach to understanding the perspectives of multiple
stakeholders and acting on complex phenomena—in this
case: health systems serving AIEs. This methodology inte-
grates both quantitative and qualitative data from diverse
perspectives to organize multifaceted problems and identify
priority areas for intervention. Our use of this approach
facilitated systematic collection and analysis of data about
factors affecting AIE access to and utilization of health
care from a range of relevant stakeholder groups. Using
CM techniques, we collaboratively identified nine key do-
mains perceived to affect whether AIEs can obtain good
health care (Figure 1). While conceptually overlapping and
intersecting, the domains reflect factors that operate prima-
rily at distinct socioecological levels. The Health-Related
Self-Efficacy theme focuses on how individuals navigate
health care systems and organizations. Social dynamics
with family and health care professionals are reflected in
the Family and Emotional Challenges and the Provider
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Table 2. Cluster Rating Averages and Ranks for Factors That Affect AIE Health Care, by AIE and Professional Stakeholder Participants

Total

Changeability

Prevalence among AIEs

Impact on AIE health

AIE Professional

Professional

AIE

Professional

AIE

Professional

AIE

Rank Rank score Rank score

Rank Rating® Rank Rating® Rank Rating® Rank Rating?

Rank Rating?

Rating?

Cluster theme (# in Figure 1)

5.10
4.79
5.12
5.07
5.20
4.52
4.76
4.92
512

5.35
4.89
5.30
4.98
5.47
5.23
4.91
5.12
5.09

7.80
7.49
7.46
7.35
7.73
7.54
7.31
7.34
7.45

7.60
7.98
7.43
7.53
7.47
7.83
7.57
7.36
7.35

8.15
7.73
7.79
7.86
8.17
7.95
8.15
7.93
7.94

7.56
7.75
7.51
7.72
7.20
7.17
7.50
7.28
7.37

Insecurity from Lack of Knowledge (#2)

Tribal/National Policy (#9)

20

11

15
19

14
14
15
15
17
20

Accessibility and Transportation Barriers (#8)

Provider Issues and Relationships (#5)

Health-Related Self-Efficacy (#7)

17
20

Family and Emotional Challenges (#6)

Limited Availability of Services (#3)

20

Difficulties Obtaining and Using Insurance (#1)

Scheduling Challenges (#4)

13

21

American Indian elder.

Note. AIE

aRatings were completed on a 10-point scale (1-10), with higher scores indicating more impact on AIE health, greater prevalence among AIEs, or easier changeability, respectively

Issues and Relationships themes. While tied to larger sys-
tems and resource issues, Limited Availability of Services,
Accessibility and Transportation Barriers, and Scheduling
Challenges relate to community and organizational bar-
riers that AIEs face when trying to access services. System-
level factors include Tribal/National Policy and Difficulties
Obtaining and Using Insurance. The final domain identi-
fied, Insecurity from Lack of Knowledge, spans multiple
levels of influence, accentuating the limitations of individual
health literacy and the organization- and system-level bar-
riers that make it difficult for AIEs to find, understand, and
act on information regarding their health, and health care
and insurance options.

Our findings demonstrate limited variability in absolute
rating values across participant groups. While not quite as
narrow as the current study, a small range of rating scores
is common in our previous CM studies (e.g., Aarons et al.,
2016). Despite their limited variation, the rating and rank
order findings provide valuable information from which to
better understand needs and opportunities for improving
AIE health care. Overall, the ratings indicate that all nine
thematic domains were perceived by both AIE and profes-
sional participants as having a large impact on AIEs and
their ability to access health care. Likewise, all participants
thought the factors associated with each domain were com-
monly experienced by AIEs.

While there was overall agreement as to the importance
and prevalence of all domains, there were some differences
in their relative ranking or prioritization between AIE and
professional participants, although these differences should
be interpreted cautiously given the narrow absolute range
of rating values. For example, the top two areas perceived
to affect AIE health as rated by AIEs themselves were Tribal/
National Policy and Provider Issues and Relationships.
Among professionals, the rank orders of those issues were
9 and 7, respectively. Such disparities confirm the impor-
tance of considering AIE perspectives separate from those
of professional stakeholders, both in understanding AIE ac-
cess to health care and in prioritizing areas for intervention.

A nexus of agreement between AIEs and professionals
was the need to address the theme of Insecurity from Lack
of Knowledge. The total rank score among both AIE and
professional participants indicated that this theme was
viewed as having a high impact on AIE health, very prev-
alent among AlEs, and relatively changeable compared to
other domains. These findings suggest that efforts that target
Insecurity from Lack of Knowledge by facilitating naviga-
tion of the health system have the potential to make a big
impact on AIE health and will likely be favorably received by
both AIEs and professional stakeholders. Recent efforts to
provide culturally relevant navigation to Al cancer patients
feature assistance with decision making, scheduling, trans-
portation, and communication with health care providers
and caretakers (Grimes, Dankovchik, Cahn, & Warren-
Mears, 2017; Harjo, Burhansstipanov, & Lindstrom, 2014).
These efforts have been well received by patients and show
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promise in increasing community knowledge about health
and health care, improving access to care, and avoiding
significant delays in diagnosis of serious health conditions
(Burhansstipanov et al., 2014). Our CM data are now
guiding development of a web-based guide that professional
stakeholders (e.g., community health workers), informal so-
cial supporters (e.g., family and friends of AIEs), and AIEs
themselves can access to obtain tailored and culturally rele-
vant information that may contribute to enhanced access to
and use of health care for AIEs. However, research indicates
that in-person assistance from trusted individuals who are
embedded within communities is indispensable, especially
for older adults (Krebs et al., 2013). Tools like our web-
based guide are useful in enhancing, rather than replacing,
this interpersonal support. Researchers and policymakers
must also continue to advocate for the necessary resources
to fund, train, and staff in-person support for AlEs.

Apart from prioritizing issues to address in the web-
based guide, our findings suggest that substantial improve-
ments in AIE access to and utilization of health care will
require actions across multiple domains to allow for or-
ganizational or system changes. Efforts to influence Tribal/
National Policy, for example, must involve educating tribal
leaders about health care and insurance systems and en-
couraging them to deploy tribal resources to pay for bene-
fits coordination, ombudsmen, and related services that aid
elders. Such efforts must also entail advocating for state
and federal governments to honor treaty-guaranteed ob-
ligations to dedicate resources to Al health, including
funding for long-term services and other supports that
AlEs need. Likewise, improvements to Accessibility and
Transportation Barriers, Scheduling Challenges, and
Provider Issues and Relationships must involve multilevel
efforts aimed at cultivating health literacy and advocacy
skills among AIEs and their caregivers, educating health
care providers and staff about the needs of AIEs and best
practices to build trust, and demanding system-level invest-
ments in workforce and services.

Limitations

This CM study examines factors pertaining to health care
access and utilization among AlEs. We did not examine
the broader range of factors affecting AIE health using CM
methods, although we assess these factors qualitatively else-
where (Jaramillo, Willging, Haozous, Verney, & Lujan, 2019).

While efforts were made to include many different stake-
holders throughout the CM process and to obtain input
from the CAB to promote accurate interpretation of find-
ings, the sample sizes are relatively small and there may be
biases in the sample of participants such that the findings
do not reflect the perspectives of all AIEs or the breadth
of professional stakeholders involved in developing and
implementing policy or delivering outreach and health
care services that affect AIEs. Because participation was
based on interest among AlEs recruited in health-focused

venues, we likely oversampled AIEs who were not only
more likely to access health care, but who also were more
willing to voice their opinions about health care than their
peers. These were overwhelmingly women. Indeed, reluc-
tance to discuss health concerns among elders in general
and men specifically is a common concern (Jaramillo et
al., 2019). For this reason, our results may underestimate
the impact and prevalence of factors in the Health-Related
Self-Efficacy theme, such as “Not being comfortable/con-
fident enough to ask questions.” However, this effect was
likely mitigated by the fact that participants were asked to
assess each factor among elders in general, rather than for
themselves alone. Similarly, the composition of the sample
of professional stakeholder participants does not reflect a
random selection of persons but resulted from a conscious
effort to tap into the viewpoints of a wide range of profes-
sionals who provide services or are involved in tribal or
administrative leadership. Furthermore, although many
professional participants were close relatives of AIEs, we
did not specifically sample the informal social supports of
AlEs. Overall, limitations of representativeness were likely
to be moderated by participants’ familiarity with and con-
cern for AlEs in general.

The multistage CM process requires an intensive commit-
ment of time and attention from both researchers and parti-
cipants, especially among elderly populations. Although CM
studies often assess 80 or more factor statements, we minim-
ized these burdens on participants by utilizing the smallest
number of statements possible without dropping factors that
were commonly endorsed in the generation phase. This may
have contributed to the relatively narrow range of variability
evident on the rating scales, since there was already some im-
plicit exclusion of items that were likely lower in perceived
importance or prevalence.

Due to the linguistic diversity of Al communities and
their proximity to English-speaking populations, indi-
viduals targeted for recruitment were generally fluent in
English. However, because the CM activities involved
reading and writing in English, AIEs who were not com-
pletely literate in written English may have declined to
participate. Researchers were prepared to administer the
MINI-COG (2017) to test for cognitive impairment of po-
tential participants. Although no participants were identi-
fied as potentially having cognitive impairment, it is possible
that individuals with cognitive or other limitations (e.g., of
hearing or vision) may have declined to participate. Finally,
the need to redirect some participants to label piles themat-
ically, rather than according to their personal experiences
with those factors, may present a limitation of this research.

Conclusion

There is an urgent need to prioritize improvements in health
care and health insurance systems for AIEs, a population
that is expected to quadruple in size to about 2 million
individuals by 2060 (Boccuti et al., 2014). Findings from
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this CM study underscore the importance of promoting en-
hancements in health system navigation services, the health
care workforce, and state and federal consideration of and
consultation with tribal communities. Moreover, this re-
search points to a persistent gap in understandings of the
impact and prevalence of factors affecting the health of AIEs
and their perceived changeability. This gap is reflected in
the majority of existing health policy interventions for this
population, which focus predominately on individual-level
knowledge (i.e., health literacy) and behavior (e.g., Centers
for Disease Control and Prevention, 2009). In contrast, AIE
participants in this study emphasized the impact and preva-
lence of community-, organizational-, and policy-level bar-
riers to accessing health care, indicating the limitations of
individually focused improvements. Finally, these findings
highlight the value of using the multilevel socioecological
perspective to understand the perspectives and experiences
of AlEs. Such a perspective is imperative to examining and
addressing the complex challenges that affect AIE health.
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