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Abstract

Unpaid or informal caregivers are people who provide assistance without compensation to 

adults and children who require care beyond typical needs. Although often rewarding, informal 

caregiving can be associated with high rates of depression, stress, anxiety, sleep and endocrine 

system disruption, immunosuppression, and general morbidity and mortality. Few recent studies 

of informal caregivers have included data from American Indians and Alaska Natives (AI/AN). 

Given this noteworthy gap in the literature, we surveyed a total of 225 AI/ANs attending 

two cultural, community functions in the Pacific Northwest to gain a general understanding 

of frequency of caregiving, caregiver and recipient characteristics, caregiving duties, support 

needs, and financial, emotional, and physical strains as a consequence of caregiving. Of the 225 

participants who completed the survey, 90 (40%) indicated that they had been an unpaid caregiver 

for a month or more and 28 (12%) were current unpaid caregivers. Consistent with prior research, 

most caregivers (84%) reported satisfaction from providing help, but 84% of caregivers reported 

experiencing “increased stress,” 40% reported financial strain, and 34% reported decreased health 

“because of involvement with providing care.” Our data also suggested a disproportionate impact 

on AI/AN women given higher rates of being a caregiver compared to other populations and less 

support from others in their communities. Our data suggest similarities for AI/AN caregivers with 

other groups of caregivers but also emphasize the importance of including AI/AN populations in 

future research in order to understand ways to best serve their unique needs.

Unpaid caregivers – also known as “informal caregivers” or “family caregivers” – are 

people who provide assistance without compensation to adults who would otherwise be 

unable to live independently because of functional or cognitive deficits, or children who 

require care beyond what a typical healthy child needs.[1] Recent estimates suggest more 

than 50 million Americans—possibly as many as 80 million—serve as informal caregivers.
[1, 2] The economic value they provide exceeds the total annual budget for Medicare or 

Medicaid and is more than four times the amount spent on formal home care services.[1, 2] 

Although some informal caregivers report the care they provide to family or friends involves 

minimal or manageable adverse personal consequences, many feel burdened by relentless 

and inescapable duties, family problems, and such secondary consequences as lost work 
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and strained finances.[3, 4] In addition, informal caregiving is associated with high rates of 

depression, stress, anxiety, sleep and endocrine system disruption, immunosuppression, and 

general morbidity and mortality.[5–13] Although findings are mixed, the association between 

informal caregiving and poor health may be exacerbated by increases in behaviors that 

confer health risk, including smoking, alcohol use, as well as sedentary lifestyles and poor 

diet, which encourage obesity.[14]

In 2020, the American Association of Retired People (AARP) and the National Alliance 

for Caregiving published a landmark study based on a nationally representative survey of 

1,392 adults who had provided unpaid care in the prior 12 months.[1] Unfortunately, that 

study—and nearly every other caregiving study like it—has a conspicuous shortcoming in 

that no data were collected or reported on caregiving in American Indian/Alaska Native 

(AI/AN) communities. A 2018 systematic review of the function of unpaid indigenous 

caregivers[15] identified only 6 studies that qualified for inclusion; 3 were from the United 

States.[16–18] Results suggested that poor health and a high burden of caregiving among 

indigenous caregivers was typical but the quality and strength of the studies was considered 

weak with numerous methodological limitations. In the single study published since then, 

interviews with 44 unpaid female Hopi caregivers revealed 89% had inadequate time for 

family and or friends, 75% encountered financial burdens, 61% lacked time for themselves, 

and 46% experienced stress.[19]

Given this noteworthy gap in the literature, we surveyed AI/ANs attending two cultural, 

community functions in the Pacific Northwest. The purpose was to gain a general 

understanding of frequency of caregiving, caregiver and recipient characteristics, caregiving 

duties, support needs, and financial, emotional, and physical strains as a consequence of 

caregiving.

METHOD

Participants and Setting

We surveyed 196 AI/AN attendees at the Annual Indian Days Powwow in Seattle, 

Washington. First held in 1987, attendance over the 3-day event is estimated at 8,000 

people, including visitors, dancers, musicians, vendors, and tourists. The powwow, which 

brings Native people of all tribes and cultures together to celebrate, showcases traditional 

Indian cooking, jewelry-making, music, and especially dancing. We also surveyed 29 AI/AN 

attendees at the Sealaksa Celebration, which has been held every other June since 1982 in 

Juneau, Alaska. The 4 day our biennial festival of Tlingit, Haida, and Tsimshian cultures 

features traditional song, dance, arts, crafts, and food. Celebration is the second-largest 

event sponsored by Alaska Natives in the State of Alaska, drawing about 5,000 Native and 

non-Native people.

Procedures

The caregiving questions were embedded in a larger survey that also asked questions about 

interpersonal relationships and care of and concern for elders in the community. An identical 

survey was administered at both community events. The introduction to the caregiving 
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section read: “Some people provide regular unpaid care or assistance to a family member 

or friend who has a health condition, long-term illness or disability. They provide this care 

so that their family member or friend can maintain an independent lifestyle. This family 

member or friend could be an adult or a child. Assistance can range from a few hours of 

shopping and cleaning to intensive medical or personal care. Tasks can include shopping, 

house cleaning, cooking, giving medications, toileting assistance and so forth.” Subsequent 

questions asked about caregiving status, number of care recipients, relationship to recipient, 

health conditions, duration of care, care tasks, hours per week of caregiving, and whether 

support was available from other members of the community. After these initial questions, 

the survey focused whether the caregiver might need information, education, or training 

about self-care, providing care for aging adults, understanding the care recipient’s medical 

condition, enlisting additional family members to assist with care, legal issues, and finding 

professional care (long-term inpatient or in-home support). Finally, the survey asked about 

personal stress, satisfaction, confidence, and financial strain.

Data Analysis

Because no significant differences were noted between respondents attending the two events, 

the samples were combined. A total of 225 individuals completed the survey, representing 

more than 45 tribal affiliations. Missing data (incomplete or ambiguous responses) on 

certain questions reduced the total sample available for comparisons and the number of 

missing varied by question. We also examined whether gender also impacted the types and 

consequences of caregiving that were provided. Specifically, we performed tests of gender 

by relationship, number of care recipients, duration, duties, time, location, support, and 

strain. All data analysis was conducted using IBM SPSS v.26 (Chicago, IL). For evaluations 

of difference between groups, the significance level was set to p < 0.05. For crosstabulations, 

in cases where expected cell counts were less than 5, 2-sided Fisher’s Exact Test is reported 

instead of Pearson Χ2.

RESULTS

Participants

Table 1 shows the demographic variables that were available from the survey. Of the 225 

participants who completed the survey, 90 (40%) indicated that they had been an unpaid 

caregiver for a month or more and 28 (12%) were current unpaid caregivers. Table 2 shows 

how caregivers compare to non-caregivers in the sample.

Relationship and Care Recipient Condition

Caregivers reported that they had provided (and in some cases still were providing) care 

for an extended family member (n = 31, 34%), parent (n = 28, 31%), adult child (n = 

10, 11%), friend (n = 5, 6%), spouse/partner (n = 3, 3%), and other (n = 13, 14%). In 

the “other” category, the descriptions were primarily extended family (e.g. “Grandma,” 

“Nephew,” “Brother,” “Stepchild”). In terms of conditions, physical disability (n = 29, 32%) 

was the most frequent selection followed by cancer (n = 25, 28%), dementia (n = 21, 23%), 

heart or lung disease (n = 10, 11%), cognitive or developmental disability (n = 9, 10%), 
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brain injury (n = 4, 4%), and other (n = 21, 23%). Diabetes, stroke, and mental illness all had 

more than one mention in the “other” category.

Number of Care Recipients and Duration

Although most caregivers (n = 54, 63%) reported caring for 1 person, 15 (17%) reported 

caring for 2, and 17 (20%) reported caring for 3 or more people. The most common 

durations of unpaid caregiving categories were less than one year (n = 29, 33%) and 1 to 3 

years (n = 37, 42%); a smaller number of people indicated 4 to 10 years (n = 12, 14%) and 

more than 10 years (n = 10, 11%).

Caregiving Duties, Time, and Location

Participants were asked about the kinds of care that they provided and the majority endorsed 

personal care (n = 75, 87%), homemaker chores (n = 73, 88%), transportation (n = 64, 77%), 

health care (n = 69, 77%), supervision (n = 58, 73%), and emotional support (n = 80, 89%). 

Only managing finances (n = 44, 49%) and other (n = 17, 19%) were performed by less 

than 50% of respondents. However, many of the “other” responses were homemaker chores 

(“childcare,” “cooking,” “laundry”). In terms of time spent providing unpaid care per week, 

the responses were divided among less than 5 hours (n = 17, 20%), 6–20 hours (n = 29, 

34%), 21–40 hours (n = 15, 17%), and 40+ hours (n = 25, 29%). Approximately 63% (n 
= 57) of unpaid caregivers indicated that they provided care in the care recipient’s home 

while 25% (n = 25) provided care in their own home. The remainder were divided between 

someone else’s home and other facilities.

Caregiving Support

The plurality (n = 41, 46%) of unpaid caregivers endorsed receiving “some help” from 

members of their community, but many received “no help” (n = 34, 39%) while a smaller 

number received “a lot of help” (n = 13, 14%). Consistent with this finding, 54 (66%) of 

respondents endorsed that providing care is stressful. However, 60–71% did not believe they 

needed information on topics such as hands-on skills for personal care, legal and financial 

issues, home safety/modifications/equipment, and self-care. In contrast, 49% of participants 

wanted more information on how to get other family members to help.

Caregiving Strain

When asked about the mental and emotional strain of caregiving, participants “agreed” or 

“strongly agreed” with feeling “a sense of satisfaction helping” (n = 75, 84%), feeling “a 

sense of obligation to provide care” (n = 66, 74%), and being “confident about providing 

care (n = 73, 83%). However, using the same scale, some also reported experiencing 

“increased stress” (n = 75, 84%), decreased health “because of involvement with providing 

care” (n = 30, 34%), and financial strain (n = 36, 40%). Many also agreed that they “could 

do a better job of providing care” (n = 37, 41%).

Differences by Gender

In our examination of gender by relationship, number of care recipients, duration, duties, 

time, location, support, and strain, the only significant findings were that males (56%) were 
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less likely than females (82%) to provide transportation as one of the caregiving duties, 

Χ2 (1) = 4.89, p = 0.027, and females were less likely to receive help in caregiving from 

members of their community (no help = 46%) compared to males (no help = 11%), Fisher’s 
Exact = 8.13, p = 0.016. Caregiving financial strain did not differ by gender.

DISCUSSION

This study describes compelling new information regarding unpaid caregivers in Native 

communities with two striking findings related to the high prevalence of caregiving. First, 

nearly 40% of survey respondents reported having been a caregiver for at least 1 month or 

more. This compares with an estimate of 19% (caring for adults) from the AARP study and 

17% in Spencer’s 2013 study of AI/AN caregivers.[18] Although differences in phrasing of 

the question (e.g., the AARP study limited responses to the past 12 months) may account 

for some of the difference, the prevalence among AI/ANs in our sample is nonetheless 

remarkable. Second, 80% of our caregivers were female compared with 61% in the AARP 

study, 62% in the Spencer study, and 74% in a 2010 study of reservation-dwelling AIs [16]. 

The high percentage of female caregivers in our study is noteworthy because they were 

significantly less likely than their male counterparts to receive caregiving help from others 

in their community. Our findings were not surprising in terms of caregivers’ relationship 

to the care recipients or the latter’s diagnosis. While most caregivers reported satisfaction 

and confidence in caregiving, many nonetheless reported emotional, physical, and financial 

strain.

Few other studies have examined informal or unpaid caregiving in Native communities 

but research on caregivers acknowledges the toll that caregiving can take in underserved 

populations.[15] In a randomized trial of complementary medicine for stress reduction 

among 42 AI/AN caregivers of individuals living with dementia, 90% of caregivers were 

women (52% daughters) with most (62%) reporting 6 to 36 months of providing care.
[20] Although not directly comparable to the present study due to differences in study 

design (survey vs. treatment trial), the caregivers in the treatment trial reported high stress, 

considerable depressive symptoms, and lower quality of life compared to the general 

population. In another study, we assessed perceived barriers to cancer care with a paired 

sample of 98 adult caregivers and 98 AI/AN oncology patients.[21] Overall, caregivers 

reported that their role was very meaningful and not highly stressful. The 51 AI/AN 

caregivers considered financial issues to be barriers significantly less often than non-AI/AN 

caregivers; in contrast, worries about unexpected charges and the cost of prescription 

medications were rated as a barrier significantly more often by AI/AN caregivers than their 

non- AI/AN peers. Both groups showed a similar level of concern over providers’ respect for 

AI/AN culture.

Key findings from the AARP and National Alliance for Caregiving study include the 

number of caregivers is increasing; women continue to comprise the majority of caregivers; 

the health problems of care recipients are getting more severe; and unpaid caregivers 

are assuming this role with insufficient resources and support (e.g. physical, emotional, 

financial) and lack affordable services.[1] In addition, the impact of caregiving tends to 

extend beyond the primary caregiver to other members of the family or community who may 
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be enlisted to help. And while many caregivers express positive feelings about their role, in 

one national survey, physical, emotional, and financial stress were prominent.[20] Although 

the present study did not include longitudinal data, our outcomes were consistent with the 

AARP study. We found that women are the primary group of caregivers, the number of 

people caring for more than one person was substantial, and that most caregivers looked to 

other community members for help in caregiving. In addition, the vast majority of caregivers 

noted increased stress from caregiving and many reported decreased personal health and 

financial strain.

Although this study offers important new information about AI/AN unpaid caregivers, it 

has several limitations. First, people attending community pow-wows are a convenience 

sample and biases may be present. However, urban AI/ANs do not live in circumscribed 

neighborhoods and cannot be identified by surnames, thus creating sampling frames is 

difficult. Nonetheless, pow-wows are an efficient way to survey a large, hard-to-reach 

population of both urban and rural AI/AN community members. Second, participants 

completed the survey on clipboards at tables, hindering our ability to monitor the completion 

of all questions. Third, these data are not generalizable to other AI/AN populations, 

which may view caregiving differently. Future studies should investigate differences in 

responses between socially engaged, AI/AN pow-wow attendees and AI/AN caregivers 

who do not or are unable to participate in such cultural events. Similarly, almost all our 

participants had at least a high school education; but according to the National School 

Boards Association’s 2020 report (https://www.nsba.org/ASBJ/2020/December/condition-

native-american-students), AI/ANs complete high school at rates ranging from 50% in South 

Dakota to 90% in Alabama, Maryland, and Tenessee. Likewise, a majority of our sample 

endorsed some college/college degree compared with <1% completion of a bachelor’s 

degree across the U.S.[22] Efforts to include participants who are less educated than will 

shed light on actual numbers of AI/AN caregivers, their needs, and needs of the broader 

AI/AN population.

In conclusion, the aging of the U.S. population and the associated morbidity and disability, 

along with improvements in the detection of developmental disorders and other potentially 

disabling conditions in children, have led many investigators[4] and stakeholders[2] to project 

a “caregiving crisis.” This crisis will come about when critically overloaded public health 

systems push additional responsibilities onto people who already provide informal care, at 

the same time as a new generation of informal caregivers begins to shoulder the physical, 

emotional, and financial burdens of caring for a family member. This may be especially true 

for AI/AN populations given the high rate of disabilities and unintentional injuries among 

AI/AN[23] (almost double the rate for children compared to the general population) and the 

significant expected increases in the proportion of older AI/ANs (individuals aged 85+ will 

increase 7 fold by 2050 and those aged 65+ 3-fold).[24–25] The view that caregiving is a duty 

and not a burden[26–28] might be protective in the face of some of the stress-related negative 

outcomes of caregiving, but it also means that a lot of AI/AN individuals will be affected 

by informal caregiving. At the very least, the specifics of AI/AN caregiving should be a 

focus of specific future research and AI/AN caregivers should be included in future national 

surveys and studies.
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Table 1.

Demographics of AI/AN participants

Daybreak Star Sealaska

Total Participants, N 196 29

Female, n (%) 128 (65%) 25 (86%)

Age, M (SD) 44.9 (15.5) 55.4 (14.2)

Some College/College Degree, n (%) 134 (67%) 21 (74%)

Location, n (%)

Reservation 42 (21%) 0 (0%)

Rural not Reservation 42 (21%) 10 (35%)

Large Metropolitan 111 (58%) 18 (65%)

Marital Status, n (%)

Never Married 75 (38%) 3 (11%)

Married/Partnered 72 (38%) 12 (43%)

Divorced/Separated 38 (19%) 12 (43%)

Widowed 10 (5%) 1 (3%)

Note: One participant from each event chose not to complete the demographic questions.
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Table 2.

Characteristics of caregivers

Caregiver (n = 90) Non-caregiver (n = 86) Test p-value

Age, M (SD) 46.9 (14.4) 44.0 (16.0) t (172) = -1.26 .211

HS Degree or higher, n (%) 83 (92%) 80 (93%) Χ2 (2) = 11.2 .875

Gender, n (%) Female 72 (80%) 49 (57%)
Χ2 (2) = 11.2 .004

Male 18 (20%) 37 (43%)

Location, n (%) Reservation 15 (17%) 15 (17%)

Χ2 (2) = 3.3 .191Rural 16 (18%) 25 (29%)

Large Metro 58 (65%) 46 (54%)

Marital Status, n (%) Never Married 27 (30%) 34 (40%)

Χ2 (5) = 3.5 .619
Married/Partner 36 (40%) 30 (35%)

Divorced/Separated 23 (26%) 18 (21%)

Widowed 4 (4%) 3 (4%)
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