
5AmericAn indiAn culture And reseArch JournAl 44:2 (2020) à à à

DOI 10.17953/aicrj.44.2.cordova-marks_badger_harris

Urban American Indian Caregiving 
during COVID-19
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COVID-19 has infected more than 7.74 million people, with an associated 214,108 
deaths in the United States as of October 12, 2020.1 Infections and deaths are 

projected to double in 2021, particularly among at-risk communities. In addition, the 
pandemic has created economic and social challenges, with shutdowns of businesses, 
stay-at-home orders, and evolving US Centers for Disease Control and Prevention 
(CDC) guidelines (e.g., masks, physical distancing). As with past pandemics, such as 
the 1918 influenza pandemic, which saw high mortality rates for American Indians, 
the American Indian community in particular has been affected during the current 
COVID-19 pandemic.2 At various moments during the current pandemic, reserva-
tion communities have had the highest per-capita infection rates in the country.3 
With these observations, news outlets have documented the experiences of American 
Indians living on reservations during COVID-19. However, information on how urban 
American Indians are being affected is sparse, although they comprise 70 percent of all 
American Indians and Alaska Natives.4

Although the current COVID-19 pandemic has affected every aspect of life, 
little is known of its effects on caregivers, particularly those people providing care 
to a family member with a health condition, who may be elderly, and/or differently 
abled or disabled. According to national reports and surveys, the percentage of care-
givers has increased from 18 percent in 2015 to 24 percent in 2020, and 25 percent 
of all American Indians and Alaska Natives are caregivers.5 In a national sample of 
caregivers that did not include American Indians and Alaska Natives, caregivers were 
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found to provide care recipients with services that extend beyond the instrumental 
activities of daily living, such as transportation, grocery shopping, housework, cooking 
and meals, managing finances, medical treatments (pills, injections) and arranging 
additional care, while assistance with activities of daily living include bathing/show-
ering, toileting, ambulation and positioning, and dressing.5 With the many duties that 
may be required, stress has been found to be a negative consequence associated with 
caregiving.6

With the wide disruptions due to the COVID-19 pandemic, there are likely 
disruptions and large impacts for caregivers, including urban American Indian and 
Alaska Native caregivers. The goal of this work is to serve as a starting point for the 
creation or modification of emergency plans and services for American Indian and 
Alaska Native caregivers who are living in urban settings. As the United States is still 
in the midst of the pandemic, it is our hope that based upon our findings, tribes and 
tribal health organizations (urban and reservation) are able to make changes to assist 
caregivers almost in real time.

Methods

Study Design
This is a cross-sectional survey of urban American Indian and Alaska Native caregivers 
in one region of the US southwest. Prior to the pandemic, we began an urban American 
Indian and Alaska Native survey of caregiving. Following the pandemic, with disrup-
tions to usual recruitment and interviews, we modified strategies to conduct interviews 
through Zoom and added questions to address changes in the caregiving process due 
to COVID-19, given the unique challenges of this pandemic.

Recruitment and Inclusion Criteria
Participants were eligible if they were living in an urban city in the southwest United 
States, over the age of 18, a self-identified member of an American Indian tribe or 
an Alaska Native, and providing current care for a family member with a health 
condition, and/or differently abled (disabled), and/or elderly member. The partici-
pant care provider could be either unpaid or paid (e.g., by a tribal program). An 
“urban city” was defined as having a population over 50,000.7 Prior to the start of 
the pandemic, participants were recruited in person at an urban American Indian 
center. After the pandemic, participants were recruited via electronic means through 
American Indian-specific listservs, and the social media of American Indian-specific 
organizations (Facebook and Instagram). Interested participants identified at the 
urban American Indian center were called to inform them of the study or participants 
contacted the PI via phone or email after seeing the survey flyers on listservs or social 
media. These participants were contacted by phone or email, depending on how they 
contacted the PI.
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Survey Development
The Urban American Indian Adult Caregiver Survey was developed based on the 
Hopi Adult Caregiver Survey.8 With the onset of the pandemic, five questions were 
added to this survey to examine caregiving during the COVID-19 pandemic. In 
developing these questions, the lead author drafted all questions and edited based 
on coauthor consultation. Two of the five questions were closed-response, with 
one asking about perceived change to their personal stress and the second asking 
about their perceived change to personal resilience. Potential answers for these two 
questions included (1) increased, (2) decreased, or (3) no change, since the start of 
the pandemic. Stress was defined as “a physiological and psychological response to 
perceived threat. . . . it often occurs when an individual perceives the demands of a 
situation to exceed the resources available to meet these demands.”9 Resilience was 
defined as “the capacity to maintain stable functioning and to undergo adaptation in 
the face of significant adversity.”10

Three open-ended questions focused on various aspects of the caregiving expe-
rience: (1) what’s been your experience being a caregiver during the coronavirus 
pandemic? (2) have there been any changes to your health since the coronavirus 
pandemic started? and (3) as a caregiver, what do you wish you would of known prior 
to the start of the coronavirus pandemic that would of helped you now?

Interviews
The lead author conducted the interviews through Zoom’s virtual meeting tech-
nology. To ensure participant privacy, all sessions were password-protected with a 
waiting room enabled prior to entrance into the meeting. Participants consented to 
both participate in the study and to be audiorecorded; consents were obtained both 
verbally and audiorecorded. As compensation, participants were offered a $25 Visa gift 
card, sent either by email or regular mail. Interviews were audiorecorded, saved on a 
password-protected device, and then transcribed for analysis.

Analysis
Demographic and quantitative survey information were imported into Stata 14 for 
analysis. For categorical variables, means, percentages, and sums were calculated. 
Thematic analysis was derived from the three open-ended interview questions using 
methods of Felina M. Cordova and colleagues.11 This process included the creation 
of a matrix with questions asked, quotations, page numbers locating each quotation, 
and codings that represented the quotations. A document of summary topics/themes 
was compiled by grouping similar topics/themes. The final themes emerged from an 
iterative process of grouping, regrouping and refining themes until the authors reached 
a consensus. All of these methods are “means of establishing trustworthiness during 
each phase of thematic analysis.”12 This systematic method of analysis increased rigor 
in our study.
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Human Research Approvals and Participant/Tribal Protection
This research study (including amendments) was approved by the University of 
Arizona Human Subjects Protection Program. A local urban American Indian orga-
nization and local tribes were consulted. To protect participant and tribal identity, 
participant information will be presented as group statistics.

resUlts

Participants
Twenty urban American Indian caregivers were interviewed from May–July 2020. All 
but three of the caregivers were providing care to their family member without pay. 
The average time for the interviews was 16.21 minutes. For gender identity, partici-
pants were given the choices of female, male, and non-binary, with eighteen identifying 
as female (90%) and two caregivers identifying as male (10%). The average age of 
caregivers was 46.5, with an age range of mid-twenties to late sixties. A large portion 
of caregivers (n=14, 70%) reported that they lived with the care recipient and were the 
primary caregiver (n=17).

Caregivers were providing care to grandparents (n=4, 20%); parents (n=7, 35%); 
spouses/partners (n=2, 10%); children (n=3, 15%); and other family members (n=3, 
15%). The average age of care recipients was 66.1, with an age range of under eighteen 
to late nineties. Sixteen care recipients (80%) were differently abled or disabled and 
fifteen were elderly (75%). Caregivers were providing care to recipients with many 
different health conditions. On average, care recipients had 2.25 health conditions: 
cancer, Alzheimer’s/dementia, diabetes, cardiovascular, lung, mental health-related, 
autoimmune disorders, and brain/cognitive disorders.

Urban American Indian caregivers were also directly affected by the COVID-19 
virus. None of the caregivers reported they or the care recipient had tested positive for 
COVID-19. Two caregivers believed that they/their family had contracted the virus 
prior to implementation of testing, one mentioned having a family member who had 
tested positive for COVID-19 and was surviving, and four (20%) had family members 
who had died from the virus.

Themes of the Impact of COVID-19
Although we only had twenty participants, we found a recurrence of responses from 
participants, with no divergence in responses based on being a paid or unpaid care-
giver, displaying saturation and providing confidence in the findings.13 Outcomes of 
the thematic analysis revealed five themes, as well as subthemes, of the impact of 
COVID-19 on the caregiving process (table 1).

Theme 1: Concern about the Care Recipient Contracting COVID-19
Concern for the care recipient contracting COVID-19 was an overarching theme 
of caregiving during a pandemic, with a related subtheme focused on the need for 
increased health protective behaviors specifically COVID-related. All caregivers 
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(100%) expressed concern for the care recipient as well as for themselves in regard 
to how their own health could potentially affect the recipient’s health chances of 
being infected with COVID-19. There was also concern for other non-urban family 
members: “I think that’s the number one thing. You’re not in fear for yourself, I’m not 
even in fear for my kids, it’s more I’m in fear for him because he has lived this long and 
you don’t want anything to happen to him.”

Concern was also expressed about the limited resources and interactions with 
family living on the reservation:

You know we live here in town but people that come in from the reservation, they 
only have one little store and they were running out.
 Also worrying about people back home, my mom lives in [city name redacted] 
on the reservation right now and I know she has been caregiving too. We have been 
trying to figure out how to support her in that.

Caregivers also recognized the importance of protecting elders: “I think that it is 
scary for everyone but our elders are our medicine ways, our people that carry onto, 
hold onto a lot of knowledge, so making sure that they are safe and cared for is a 
priority for me.”

Subtheme: Need for Health Protective Behaviors. Hand-in-hand with concerned 
comments about the recipient becoming infected with COVID-19 were caregivers’ 
comments seeking to protect their care recipients. This was accomplished through 
caregivers’ increased health-protective behaviors, defined as “activities by those who 
believe themselves to be healthy, undertaken for the purpose of preventing disease 

taBle 1 
theMes and sUBtheMes of seMi-strUCtUred QUalitative interviews

Themes Subthemes
1. Concern about the care recipient contracting COVID-19  •Need for health protective behaviors 

2. Increased caregiving intensity

3. Increased medical care issues  •Difficulties accessing care

 • Increased challenges of in-person care

 • Increased use of telehealth

4. Changes to caregiver health and health behaviors  • Increased stress and other effects on mental health
 • Increased resilience and coping strategies
 •Changes to caregiver personal health behaviors—sleeping, 
eating, exercise 

5.  Evaluating material and emotional support during 
the pandemic
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and protecting or promoting their health.”14 Participants discussed numerous times 
how they keep their recipient and others safe and how they themselves were adhering 
to CDC recommendations of cleaning/sanitizing, washing hands, wearing masks, 
and social distancing.15 Caregivers also discussed the need for others to adhere 
to guidelines.

More sanitizing, she doesn’t like the hand sanitizer, but I always tell her put your 
hand out and I make her put hand sanitizer when we are like out in the care and 
stuff, but so we are doing more hand sanitizer and wiping of the door handles, 
counters, her wheelchair.

We have to be more careful than the average person because of my son’s condition 
and it’s more stressful knowing that there is risk out there for us to put his health 
at risk and frustrating because others in public are not abiding by the CDC orders 
and are increasing the risk of infection.

Theme 2: Increased Caregiving Intensity
A second theme found was caregiving intensity. “Intensity” typically has been defined 
as the number of hours of caregiving per week as well as number of caregiving duties.16 
The caregivers in this study reported a wide variety of experiences. Twelve of the 
caregivers (60%) mentioned that they were providing more caregiving hours during 
the pandemic, eight (40%) reported doing completely new caregiver duties. These new 
caregiving duties included disinfecting and cleaning, more trips to shop for the recip-
ient, managing finances, new medical care such as changing catheters and conducting 
physical therapy. Six caregivers (30%) mentioned that they were working from home 
in addition to caregiving and several mentioned taking care of children (healthy) while 
caregiving as well. One person described the intensity of the caregiving as akin to being 
a medical worker: “The health professional[s] who are doing their best and working, as 
they say, working on the front lines—we’re front line workers as well.”

Caregivers frequently mentioned taking the care recipient for car rides among the 
activities that were adding to caregiver hours: “You know she gets tired staying inside 
so I take her for a ride.” During longer caregiver/care-recipient car rides out of town, a 
caregiver mentioned the need for others to know that restrooms may be closed due to 
inconsistent guidelines within the same state or out of state.

Some care recipients have had a difficult time adjusting to the new way that care-
givers are required to operate: “I am noticing because of her [health condition] she is 
really struggling with the new normal on why she can’t go in, why she is not able to 
participate as much with like our grocery shopping with going in for the Walmart, or 
doing all these things.”

Theme 3: Increased Medical Care Issues
A third theme focused on the caregivers’ medical care challenges. Medical care issues 
were defined as: difficulties accessing care, increased challenges, and increased utiliza-
tion of telehealth.
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Subtheme: Difficulties Accessing Care. Of the twenty caregivers, ten (50%) reported 
that they had had issues receiving medical care or medications. These issues included 
lack of access to care due to unresponsiveness of healthcare facilities, as well as 
no access to traditional healers at this time. Interruptions in preventive care was 
also mentioned for dental care, vision, and cancer screening (colonoscopy). Several 
caregivers mentioned having to advocate for an in-person appointment for the 
care recipient.

Subtheme: Increased Challenges of In-Person Care. Three of the caregivers (15%) 
mentioned they had received in-person medical care during the pandemic, while eight 
of the recipients (40%) had also received in-person care. During this care, guidelines 
for temperature checks or COVID-19 screening were not uniform and were reported 
to be less than optimal. As one caregiver reported of social distancing when in the 
same room as a medical provider, “I just think it’s less personal.”

Several caregivers were choosing not to seek care from respite caregivers or at 
health facilities due to safety concerns over COVID-19: “We don’t, we don’t go to the 
hospital as much as we used to for all his clinics, because we are not confident in the 
safety of going to his clinics.”

Subtheme: Increased Use of Telehealth. One of the ways that caregivers tried to 
access healthcare was via telehealth. Telehealth was accessed during the pandemic by 
three caregivers for themselves (15%) and for six of the care recipients (30%), with 
two other unspecified (unknown caregiver or recipient) telehealth mentions, for a 
total of eleven times that telehealth was accessed by either the caregiver or recipient 
(55%). Of these appointments, for caregivers accessing telehealth for themselves, only 
one caregiver received telehealth that included video; the other caregivers mentioned 
only telehealth appointments by voice telephone. Many caregivers mentioned being on 
the telehealth phone call or video with the recipient during the recipient’s telehealth 
appointments. Caregivers reported various experiences. Some were negative: “The one 
telemed appointment we got him had to be cancelled ’cause the doctor was on call and 
we haven’t been able to reschedule that with him since May. We were in the meeting 
for like ten minutes before we realized the doctor wasn’t coming”; and some were posi-
tive: “[B]ecause all of the appointments have been over the phone, it’s been pretty easy 
to speak to a health care provider and also to get my medications.”

Theme 4: Changes to Caregiver Health and Health Behaviors
Subtheme: Increased Stress and Other Effects on Mental Health. Stress, a major 
theme of the interviews, was mentioned sixty-five times by the twenty caregivers. 
When asked how they felt the pandemic has affected their level of stress, all but one 
caregiver (95%) responded that their stress had increased substantially. Sources of 
stress included working from home while caregiving, taking care of children while 
caregiving, and the need for vigilance: “It’s constant vigilance I feel [is] the most 
stressful part of the pandemic.”

Stress over safety and health of the participant was echoed numerous times during 
interviews: “It’s the stress of the fear because she is elderly and has underlying health 
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conditions that I’m worried more, you know, if she gets the virus.” Another source of 
caregiver stress also came from care recipients not being able to understand guidelines 
and the state of the world: “It’s been really stressful. My grandma doesn’t understand 
what’s going on so she kind of thinks she doesn’t have to follow the rules, it’s very 
stressful trying to explain and tell her you can’t go anywhere or she can’t go/come with 
us, or do things like wear a mask, it’s been stressful.”

Several caregivers repeated that isolation also increased stress. Mental health 
was affected from being more isolated at home and the urban environment was not 
conducive to social distancing: “Well, you know, sometimes the stress because the fact 
we’re at home, inbound, can’t go nowhere. Really other than going to the grocery store 
and that’s it, no events, nothing like that because of the pandemic and the ordinance 
and curfew and so forth. Ceremonial we can’t attend either so that’s another thing 
to add to it.”

Other mentions of mental health included depression, anxiety, panic attacks, 
worry, fear for the care recipient, and frustration: “It’s just been, having to be on a high 
level of alert. Which is most of the time, is emotionally draining.” With this wide range 
of emotions being expressed, one caregiver described the ups and downs of caregiving 
during the pandemic: “It’s been an emotional rollercoaster. Some days in the beginning 
we just upset and sad that everything is going on in the world.”

Also affecting the caregivers’ mental health were the guidelines for funerals during 
the pandemic, so that caregivers were not able to grieve the loss of their loved one in 
a traditional way: “Like my family member passed ... and it was more than ten people 
but they all had to stay in their cars, wear masks you know, it wasn’t as traditional as it 
had been where the grieving process would be a lot easier.”

Subtheme: Increased Resilience and Coping Strategies. Although caregivers were 
facing increased challenges due to the pandemic, seventeen caregivers (85%) perceived 
their personal resilience as having increased since the start of the pandemic, with the 
remaining three reporting no change to their resilience. One caregiver expressed the 
collective resilience of elders, this caregiver herself being one:

This is not the first pandemic. People, especially the elderly, a lot of elders have 
been through a lot themselves. They’ve been through, you know, measles; they’ve 
been through the smallpox; they’ve been through, you know, HIV, you know. So, 
you know, I believe we will make it. It’s just when, and everybody has to work 
together and do their part.

Many caregivers reported various ways that they have been mindful of their mental 
health in dealing with the pandemic. “Coping” can be defined as “a multidimensional 
self-regulation construct that represents the behavioral and cognitive mechanisms to 
manage ongoing internal and external demands of a stressful episode.”17 Several of the 
caregivers mentioned faith and prayer as ways of dealing with the pandemic. Virtual 
activities were also found to be helpful during this time. Such activities included 
virtual bingo, Social Distance Pow Wow on Facebook, and online workshops such 
as traditional language classes. Also mentioned were reading and music, as well as 
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limiting time spent watching the news. Traditional art was also reported as a way of 
decreasing negative mental health: “I try to keep busy doing beadwork and sewing and, 
you know, just keeping myself busy cooking and all that.”

With all that caregivers have been facing, nonetheless many expressed gratitude 
at being a caregiver or being able to be home during the pandemic: “I feel that the 
coronavirus has allowed me as a caregiver to protect my mother, to be here with her 
during this challenging time.”

Subtheme: Changes to Caregiver Personal Health Behaviors—Sleeping, Eating, 
Exercise. Caregiving during the pandemic also appeared to influence caregiver 
personal behaviors such as sleeping, eating, and exercise habits. Seven caregivers (35%) 
reported a disruption to their sleep (sleeping more or less), eight (40%) mentioned 
they increased their eating during the pandemic, and four (20%) said their eating 
had decreased. Several caregivers mentioned their eating habits had become healthier 
during the pandemic, such as consuming less-processed foods, eating out less often, 
and returning to traditional foods. A return to exercising outdoors was mentioned by 
participants, with one mentioning running, a traditional activity. However, fourteen 
of the caregivers (80%) reported exercising less, due in part to more hours spent care-
giving, gyms being closed, and others not adhering to social distancing guidelines in an 
urban environment: “We have a small apartment and there was a large community and 
we were really uncomfortable with even walking around near people because there was 
not a lot of social distancing in our apartment complex.”

Theme 5: Evaluating Material and Emotional Support during the  
Pandemic
Although the majority of study participants were the primary caregivers, all but two of 
the caregivers (90%) mentioned receiving some form of support from another person 
or organization. Fifteen caregivers (75%) reported help from family, eight (40%) 
reported help from an organization, three (15%) received help from Indian Health 
Services (IHS), and six (30%) received help from their tribe. Help received was for 
the care recipient and included food delivery from Meals on Wheels, food boxes from 
their tribe, care packages from urban Indian organizations (some of which contained 
in-home solo activities such as crossword and coloring books, and personal protective 
equipment such as a mask), and adult diapers: “The senior center helped a lot. There is 
a social worker there that will text me and call if we need anything. They bring meals 
to both of us every day from the senior center and they bring us food boxes, that is 
very helpful.”In addition to support through physical items, caregivers mentioned 
family as a source of emotional support and respite care: 

I think my family, kids, his grandkids, just sticking together as a family, we’re 
always a family but I mean having like if I have to step out or step away for a 
few hours, my daughter comes in and watches him. If she has maybe to go out to 
someplace then her brother, my son stepped in. So we are all, we’re all a family unit 
to take care of him.
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These resources were reported by multiple caregivers as being almost all exclusively for 
the care recipient and with less support for urban American Indians: “I think for us 
urban too I mean [name of tribe] on the reservation gave out boxes every other week, 
foods and meals and [name of tribe] did too. But for urban Indians, there was nothing 
done, that’s always the case.”

Although almost all caregivers/their care recipient had received support, caregivers 
mentioned the need for additional support across a range of needs. Table 2 lists all the 
needs identified by the caregivers. These needs can be categorized as physical, informa-
tional, activities to do during the pandemic, and emotional support for the caregiver.

One of the major needs mentioned was access to respite care. In addition, the 
non-primary caregivers evidenced self-awareness of their role as respite providers in 
mentioning the need for the primary caregiver to receive help: “I’m glad that I’m able 
to offer assistance to the primary caregiver. Which she totally needs some time on her 
own as well. Not only the care recipient, but the caregiver needs a break.”

Support specifically for those that are differently abled or disabled was mentioned, 
such as the need for reliable specialized transportation to and from medical appoint-
ments for those who use wheelchairs and personal protective equipment for this 
population: “he is constantly moving his tongue and his jaw and trying to find some 
PPE that he can wear that works with that type of challenge that he has with constantly 
moving his jaw and his mouth and his tongue. I guess PPE for people who have . . . 
just cognitive challenges.” To help with the pandemic experience, support groups were 
mentioned as a need: “I think just a group chat would work for caregivers you know. 
Ideas, sharing ideas and stuff like that. ’Cause you know everybody goes through all 
this, I would think similar situations and whatnot.”

disCUssion

Urban American Indian caregivers described a breadth of experiences about how they 
were providing care during a pandemic. They described the impact of the pandemic 
on their physical and mental health, as well as their needs and concerns for their care 
recipient. They also described ways they coped with the events and increasing tasks. 
The concern that all caregivers expressed for their care recipient’s health during the 
pandemic was justified, given that COVID-19 mortality increased among the elderly, 
medically at-risk and Native populations that may have comorbid conditions such 
as diabetes.18 While non-Native caregivers might also have similar concerns for their 
recipients, it is notable that Indigenous caregivers’ concerns were also expressed for 
the cultural heritages the care recipients represented as knowledge holders for their 
tribes. The caregivers acknowledged that the loss of an elder can lead to the loss of 
cultural ways. The media also reported on the loss of elders as knowledge holders due 
to COVID-both for Native peoples in the United States as well as Indigenous popula-
tions in Brazil.19

In addition to concern about the risks of the care recipient contracting COVID-
19, increased stress was present among virtually all caregivers. The overall intensity of 
caregiving appeared to be heightened, with many caregivers expressing that they were 
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taBle 2 
list of iteMs needed dUring the PandeMiC identified By UrBan 

aMeriCan indian Caregivers By Category of need

Physical needs Information needed Activities needed for 
caregiver and care recipient 
to do together

Emotional support needed

 •Gift cards for 
food/supplies

 •Food boxes 

 •Cleaning supplies and 
personal supplies:
 xAdult diapers
 x Bed sheets and bed pads
 xWipes 
 xToilet paper

 •Personal 
Protective Equipment:
 xGloves
 xMasks
 xMasks/PPE for those 
with cognitive difficulties

 •Signage for outside 
elderly care recipient’s 
homes to notify visitors 
that they must socially 
distance and remain 
outside for protection 
of the elder

 •Webinars/training for 
caregivers focused on:
 xCare recipient’s health 
condition (i.e. cancer, 
diabetes, dementia)
 xHow to perform medical 
therapies (such as how to 
change a catheter)
 xHow to perform 
physical therapy

 •How to access the 
following services:
 xMedications and how 
to get multiple months 
worth at a time
 xRespite care during a pandemic
 x Free COVID Testing
 xManagement of the care 
recipient’s finances and other 
legal aspects 
 xHow to become a 
paid caregiver

 •Guidance, safety and virus 
related explaining:
 xGrocery shopping procedures
 x Social distancing guidelines/
policies at group homes
 xCOVID-19 seriousness, 
transmissibility and the 
transmission from those that 
are asymptomatic
 xGuidelines for in-person visits 
at healthcare facilities 

 • Information specifically for 
caregivers of those that are 
differently-abled (disabled) or 
have cognitive difficulties:
 x Fact sheet explaining guidelines 
such as wearing masks, and 
hand washing in a way they 
can understand
 xHelp with what to do/how to 
get repairs for disability specific 
equipment that breaks
 xHow to access transportation 
for those in wheelchairs

 •Activities that incorporate 
culture/tradition 

 •Free or low cost activities 

 •Activities to do in the 
same home, or while 
socially distancing 
for those that don’t 
live together

 •Uplifting  resources:
 xResources that contain 
positive imagery and 
Images of homelands 
(non-COVID-19 related)
 xA Journal to mark the 
days in a meaningful way

 •Supportive resources:
 xAccess to respite 
caregiver services
 x Support group 
for caregivers
 x Emotional validation/
support from other 
Native’s either 
individually or from 
organizations
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now providing care every minute of every day. The majority of caregivers in our study 
were also co-residing with additional stresses in their lives (e.g., numerous mentions 
of working from home, schooling of children, and additional burdens in shopping for 
groceries). It has been found that caregivers who live with their care recipient, or who 
provide a high number of caregiving hours per week, report higher stress.20

The caregivers reported unmet needs for support and services, a lack of resources, 
which, as O’Dowd and colleagues have previously noted, could lead to stress.21 Of 
importance, these increased mental health changes experienced among caregivers 
(stress, anxiety, panic attacks, and frustration) may be adding to the impact of histor-
ical trauma and/or creating new trauma.22 A large portion of the support that the 
caregivers did receive came from family, with less coming from their tribe or IHS. 
Caregivers may be experiencing difficulties accessing resources due to organizations 
being closed during the pandemic and social distancing guidelines that are decreasing 
the in-office workforce. Tribal health organizations and tribes with caregiver programs 
could strive to meet the increased caregiver needs during this pandemic, including the 
need for respite care. One potential opportunity for tribes and tribal health organiza-
tions might be the development of a preparedness plan specific for their caregivers. 
The American Association of Retired Persons (AARP) put out a pamphlet on care-
giver preparedness during the pandemic.23 While this source of information was not 
tailored to any race/ethnicity, many items that our caregivers echoed were similar, such 
as the need for services, essential items, obtaining medications in bulk supply, and 
following CDC guidelines.24

Our other findings of needs—such as the additional need for personal protec-
tive equipment specific for those with disabilities, as well as guideline instructions 
for those with cognitive difficulties in combination with a plan tailored for American 
Indians—could benefit Native caregivers. Several caregivers also mentioned they were 
living in apartments, indicating that preparedness plans, activities, and guidelines 
should be tailored to built urban environments that likely include size-restricted and 
high-density living spaces.

Beyond material needs, ways of coping and increasing positive mental health 
outcomes during the pandemic are also needed. When discussing mental health, 
cultural tendencies such as American Indians’ holistic view of wellness must be consid-
ered. Throughout the interviews, participants interwove aspects of tradition and culture 
in their responses. Culture has been found to be an important piece of resilience that is 
protective during times of trauma for American Indians.25 Despite differences in tribal 
cultures and traditions, cultural activities hold much strategic potential for coping 
and resiliency. With some caregivers mentioning the return to traditional foods, for 
instance, urban patio gardens may be a way of extending traditional food-growing into 
an urban environment. In addition, various urban Native organizations are providing 
virtual culture activities during the pandemic, such as the Tucson Indian Center.26

Caregivers expressed the need for accessing the healthcare system. Prior to the 
pandemic, urban American Indians and Alaska Natives were already faced with health-
care access difficulties such as lack of insurance, ineligibility for care at IHS facilities 
that are often located near/on tribal lands, transportation barriers, and receiving 
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healthcare at underfunded urban organizations that do not administer comprehensive 
care.27 The already-stressed medical system was under even more pressure due to the 
pandemic. Half of the caregivers reported issues accessing healthcare or medications. 
Issues included healthcare providers failing to keep scheduled appointments, as well 
as lack of healthcare staff response. Telehealth has been mentioned as a potential 
solution to the pandemic-related physician shortage.28 Nationally, while only 4 percent 
of caregivers have utilized telehealth for care recipients, 55 percent of our caregivers 
mentioned accessing telehealth for themselves or the recipients during the pandemic.29 
Although caregivers in our study reported wanting telehealth appointments that 
included video, access challenges remain.30

liMitations and ConClUsion

This study of the caregiving process reflects the urban American Indian and Alaska 
Native experiences in one geographic region at a specific point in time during the 
pandemic. While the sample size for this study is small, data saturation was achieved 
for the identified themes. However, there may be caregivers that could not participate 
due to long hours of caregiving, working away from the home, or caregiving at the time 
of this survey. In addition, participants were 80 percent female, and thus the results 
may not adequately capture the experience of male and non-binary caregivers. Because 
caregivers all lived in urban areas, this study may not represent the different and/or 
additional difficulties that caregivers living on reservations may face. An additional 
difficulty for caregivers living on reservations, for example, is access to water for hand-
washing. Plumbing and running water is not guaranteed in reservation-based homes 
and many people have to haul water from wells, or pick up water in large containers at 
centralized locations miles from their homes.31

This study describes issues regarding the urban American Indian caregiving 
experience and how the COVID-19 pandemic has affected urban American Indian 
caregivers. Findings from this project can serve as a starting point around which urban 
and tribal-based health centers and organizations can create pandemic response proto-
cols for their caregivers or make immediate changes to any existing caregiver services to 
better meet the needs of American Indian urban caregivers.
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