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Abstract

Background and Objectives—Studies indicate an expected population growth of almost fifty
percent in Oklahomans aged 65 and older by 2030. According to the United Health Foundation,
Oklahoma ranked 48th in overall senior health in 2017.

Research Design and Methods,—The Oklahoma Healthy Aging Initiative administered a
Consumer Needs Assessment Survey by mail to a stratified random sample of the 475,518
registered voters aged 65 and older. The survey was anonymous and stratified by region. The
survey contained six sections: introduction, health and health promotion, activities/recreation,
information and assistance, caregiving and “about you.”

Results—Nearly one in three (32%) of respondents indicated that they directly or indirectly
provide care to another, with another 9% responding they maybe provide care, and the remaining
59% responding no. Nearly 10% of people who say they are not caregivers reported that they
participate at least one day a week in caring for a sick or invalid spouse, family member, or friend
living with them, indicating current estimates of the number of caregivers is low.

Discussion and Implications—Those who report they are or are maybe caregivers tend to be
more interested in community events and more interested in caregiver respite. In addition, maybe
caregivers appear to be more interested in health improvement topics and classes, such as health
and wellness, mental health, chronic disease, and computers when compared to both caregivers
and non-caregivers. Our survey results indicate a need for caregivers to receive respite services as
well as training courses in Oklahoma communities.
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Background and Significance

The 2015 American Community Survey estimated that there were 576,031 individuals aged
65 and older living in Oklahoma and these numbers are expected to increase almost fifty
percent to more than 757,000 by 2030.1:2 At the same time, Oklahoma’s health indicators
continue to be among the lowest in the US, according to the United Health Foundation,
Oklahoma ranked 48™ in “overall senior health” in 2017.3

Caregiving is a difficult, time-consuming, demanding, yet critical task. Informal caregivers,
such as relatives, partners, personal friends, or neighbors, who provide assistance to an adult
with a chronic or disabling condition are an important and critical part of the health care
system.? Overall an estimated 43.5 million people in the US provide informal caregiving
services to another. ® Caregivers have poorer health® and reduced quality of life*7:8,
increased stress*6:9-12 increased depression®®11-14 poor sleep®11.15 increased stroke or
heart diseasel®16, food insecurityl’, diabetes!®, preventive carel9-21 increased obesity1°22,
and increased chronic diseases in general, than non-caregivers.18:23

Caregivers’ perceptions of service needs, such as caregiver training, health and wellness
information and programs, and respite, are important for the planning of such services for
their charges as well as for themselves.24-31 For example, in a 2010 study of perceived
caregiver needs for US Veterans in North Carolina, 59% of caregivers stated that they
would be interested in a training program. However, significant barriers were identified
including transportation, time limitations, their own health limitation, and no perceived
need.2” Among these caregivers there was interest in when and how to ask for help (47%),
taking care of themselves (47%), coping with caregiving (41%), and getting respite (41%).27
This study, however, had a small sample size with only 17 caregivers participating. Another
study, of the perceived need of adult care services published in 2014 suggested that while a
perceived need may be high at 50%, only 19% of those had used the services.2

There have been generally positive but somewhat mixed results of internet and in-person
interventions to improve caregiver outcomes, including stress, anxiety, mood, well-being
and quality of life.?:32-45 These interventions often impact the health and wellbeing of

the charge.#245-47 A recent meta-analysis of interventions to deal with stress, coping
among dementia patients and caregiving noted that most systemic reviews of these types of
interventions seem to benefit both the caregiver and the charge.*8 However, most discussed
general stress and general coping skills rather than specific skills for specific stressors,
which would be helpful for those designing interventions.*8

With the expected senior population growth in the upcoming decades, improving the health
and well-being of these caregivers, as well as their charges, is vital to improve the overall
health in Oklahoma and the US. The Consumer Needs Assessment Survey was implemented
through the Oklahoma Healthy Aging Initiative (OHAI) to determine the perceived needs
among Oklahoma’s older population. The aim of the OHAI is to improve the health status of
older Oklahomans in the next ten years.
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One of the goals of the Consumer Needs Assessment Survey was to develop a profile and a
needs assessment of older Oklahomans who are serving as caregivers. As discussed above,
caregiving is a difficult responsibility and may result in a decline in physical and/or mental
health. According to the Administration on Aging, the average age of caregivers caring for
someone aged 65 or older is 63 years old, and one-third of these caregivers reported being
in fair to poor health.> Additionally, in a survey conducted by the National Alliance for
Caregiving in 2006, 53% who reported a decline in health as a result of caregiving stated
that this decline has impacted their ability to provide care. We believed it was important

to determine the needs and training interests unique to this population as well as what
makes caregivers unique. Results of this analysis helped guide programming efforts for
older Oklahomans serving as caregivers. The goals of the study were to describe older
caregivers in Oklahoma and to describe the current activities, interest in future services,
classes and activities, perceived barriers to care, and sources of information about health and
the community.

Data were collected by a mailed survey to a stratified random sample, based on Oklahoma’s
five OHAI Regions??, of the 475,518 registered voters aged 65 and older as of January
2013. The survey included name, address, date of birth, and mailing address by county

of registration. Using the estimated population counts from the US Census from 2011

and accounting for deceased individuals on the voter registration rolls, we estimated that
approximately 85% of all Oklahomans aged 65 and older were represented by these files.

A study of voting and registration in the election of November 2012 showed that 87.4%

of Oklahomans age 65-74 and 66.5% of Oklahomans age 75 and older were registered to
vote.%0

Instrument-survey information

The survey was anonymous; thus responses were not traceable to any individual, age and
ZIP code were requested to allow us to further stratify results by age and region. Each
survey packet included an eight-page paper survey and a self-addressed postage paid return
envelope. Surveys were mailed on April 23, 2013 (n=6,705). The overall results from this
study have been described elsewhere.49:51

Questions of Interest

For this study, we wanted to first develop a demographic profile of older caregivers in
Oklahoma, and second, current activities, interests in future services, classes and activities,
perceived barriers to care, and sources of information about health and the community
based on caregiver status. This survey identified older caregivers in Oklahoma based on the
question, “Do you ever provide care, either directly or indirectly over the telephone, for
someone who is not able to take care of him or herself?”

Demographic information of interest included gender, age, rural/urban location, and OHAI
region of residency. Poverty levels were assigned from US Census data and applied to cases
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whose postal codes were reported (unknown=98). Each respondent was assigned a category
based on their postal code of residence for poverty level, classified as <5%, 5-9%, 10-14%,
>15%.

Rural-urban areas were determined from ZIP codes using the four-tier consolidation of the
Rural-Urban Commuting Area Codes (RUCA) system (Table 1).52:53

Data Analysis

We used a stratified sample weighted by age and region in order to generalize our results
to the entire population of Oklahoma aged 65 and older. We used weights that accounted
for the probability of being included in the sample by taking the inverse of the proportion
of non-response due to returned mail (1/(Returned Mail/\Voter Sample Population)). By
applying weights to each response we were able to complete statewide estimates. All
percentages and 95% confidence intervals (CI) were weighted.

We calculated frequencies, weighted percentages, and weighted standard errors (SE) for
the survey questions related to services, classes, and activities that were of interest to
Oklahomans aged 65 and older. To determine whether differences were present, we used
the Rao-Scott Chi-Square Test, which adjusts for the weighting applied to the survey
responses. All analyses were conducted using SAS® 9.4. We assumed an alpha of 0.05
unless otherwise specified.

Human Participants

Results

The study was approved by the University of Oklahoma Health Sciences Center (OUHSC)
IRB 1335.

A total of 1,248 surveys were returned and analyzed, resulting in 19.8% response rate.

Of those responding to the survey, 1,115 reported their caregiving status (10.7% missing).
Of the respondents, more than 1 in 3 older adults (31.5%, standard error [SE]: 1.61)
indicated that they directly or indirectly provide care to another, with another 9.1% (SE:
0.97) responding maybe and the remaining 59.3% (SE: 1.69) reporting no (p<0.0001). There
were no differences by region (p=0.8649).

Need for respite care was reported among all caregiver groups. Nearly everyone in each
group reported they needed help or more help with their caregiving responsibilities, but there
were significant and unexpected differences. Eighty-six percent (85.7%, SE: 2.14) of those
who stated yesthey were caregivers, 91.9% (SE: 2.89) of those that reported they maybe
caregivers, and 93.1% (SE: 1.31) of those that stated r70 they were not caregivers reported
that they needed help or more help with their caregiving responsibilities (p=0.004). Finally,
22.9% of those reporting yesthey were caregivers (SE: 4.87), 18.2% of those reporting they
maybe caregivers (SE: 2.33), or 12.5% of those reporting no they were not caregivers (SE:
1.64) responded that they would be interested in receiving caregiver training (p=0.02). We
observed no differences in caregiver status by region, gender, age group, rural/urban status,
or area poverty level (Table 1).
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Current activities and transportation

Regarding current activities that respondents participate in at least one day per week, we
observed differences by reported caregiver status in caring for another person living with
them (Yes: 26.4%, Maybe: 12.3%, No: 9.1%, p<0.0001), volunteering outside the home
(Yes: 35.8%, Maybe: 20.7%, No: 23.3%, p=0.0004), participation in church or religious
activities (Yes: 60.0%, Maybe: 73.5%, No: 54.5%, p=0.006), meeting with friends or
relatives (Yes: 70.8%, Maybe: 77.7%, No: 62.5%, p=0.006) (data not shown). We also
observed differences in the percentage attending a free health event within the last year by
caregiver status (Yes: 25.3%, Maybe: 18.7%, No: 16.4%, p=0.01). The only activity that
differed by caregiver status was attending a church/faith center (Yes: 43.2%, Maybe: 55.8%,
No: 40.2%, p=0.03). Survey respondents were asked mode of transportation and where they
spent most of the time when away from home. We observed differences in owning/driving

a car (Yes: 95.7%, Maybe: 84.6%, No: 88.9%, p=0.002), having a relative that does not

live with them drive (Yes: 3.7%, Maybe: 10.9%, No: 6.1%, p=0.05), and walk/ride a bicycle/
tricycle (Yes: 7.9%, Maybe: 7.8%, No: 4.0%, p=0.05). When asked about their interest in
attending a class to help with learning to stay healthy there was a significant difference by
caregiver status, with those who are maybe caregivers reporting a higher frequency of being
somewhat (62.1%) or very interested (26.3%) (p=0.007) (data not shown).

Interest in services, classes and activities

In looking at interest in using specific services, we observed differences by caregiver

status for prescription assistance (Yes: 25.1%, Maybe: 37.8%, No: 24.4%, p=0.04) and
respite for caregivers (Yes: 13.4%, Maybe: 12.7%, No: 4.3%, p=<0.001). For specific
classes, we observed differences for health and wellness (Yes: 34.4%, Maybe: 56.1%, No:
37.4%, p=0.002), mental health (Yes: 11.3%, Maybe: 26.5%, No: 10.7%, p=0.0004), chronic
disease management (Yes: 15.7%, Maybe: 12.8%, No: 9.1%, p=0.02), caregiver (Yes:12.5%,
Maybe: 13.9%, No: 5.0%, p=0.0002), and computer/internet classes (Yes: 44.2%, Maybe:
50.6%, No: 37.3%, p=0.03). For specific activities, there were differences by caregiver
status for dance/dance lessons (Yes: 19.6%, Maybe: 19.9%, No: 12.6%, p=0.02) and other,
unspecified activities (Yes: 1.50%, Maybe: 14.1%, No: 6.1%, p=0.04). Perceived barriers

to accessing services by caregiver status indicate differences in transportation (Yes: 6.1%,
Maybe: 19.2%, No: 5.6%, p=0.04) and “Just don’t want to go” (Yes: 24.6%, Maybe: 12.3%,
No: 33.1%, p<0.0001).

Sources of Information

We observed differences in sources of information about help for older adults or community
events by caregiver status for aging agencies/senior centers/retirement communities (Yes:
20.2%, Maybe: 18.8%, No: 13.7%, p=0.05), church (Yes: 34.1%, Maybe: 41.9%, No:
27.4%, p=0.01) and community organizations (Yes: 16.5%, Maybe: 20.9%, No: 9.9%,
p=0.004) (data not shown). Regarding services in the community, church/faith-based
organizations (Yes: 51.2%, Maybe: 62.1%, No: 40.8%, p=0.0003); family, neighbors, or
friends (Yes: 72.5%, Maybe: 76.0%, No: 62.9%, p=0.007); newsletters, flyers, or bulletins
('Yes: 48.1%, Maybe: 42.3%, No: 38.7%, p=0.04); newspapers (Yes: 77.0%, Maybe: 70.4%,
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No: 67.2%, p=0.02); and radio (Yes: 30.3%, Maybe: 31.4%, No: 19.6%, p=0.001) differed
by caregiver status.

Discussion and Implications

We estimate there are about 160,617 older Oklahomans that are caregivers. We do not see
any demographic differences in caregiver status in the population in Oklahoma. In particular,
there are men and women in all age groups and in all regions of the state that provide

care and there are caregivers in high and low poverty areas. Additionally, nearly 10% of
people who say they are not caregivers report that they participate at least one day a week in
caring for a sick or invalid spouse, family member, or friend living with them. Thus, these
estimates are undoubtedly low. Approximately 20% of older caregivers reported they would
be interested in receiving caregiver training, therefore offering free or reduced-cost caregiver
training to older Oklahoma caregivers may be beneficial.

Perhaps the most important finding from this study is that there are differences based

on caregiver status. There are suggestive trends depending on if someone who reports
themselves as yesa caregiver, maybe a caregiver, or 770 not a caregiver. Those who report
they are not a caregiver tend to be less interested in community and health promotion
events. This can be seen by their lower levels of attendance at church or religious activities,
meetings with friends, attendance at health event events, and their lower reported interest
in attending events to keep themselves healthy. Moreover the increased percentage of
responding they “just don’t want to go” as a barrier to accessing programs indicates those
who do not consider themselves caregivers have decreased interest in events involving
groups of people.

Those who report they are or maybe caregivers tend to be more interested in community
events and are more interested in caregiver respite as well as training. However, they don’t
attend church or religious activities as much as those who maybe caregivers. We believe
that many caregivers may not have the time for a lot of other community activities such as
church and health assessment. However, this group is also the most likely to volunteer to
work outside the home. Interestingly, caregivers also appear to be more interested in health
improvement topics and classes, such as health and wellness, mental health, chronic disease,
and computers when compared to non-caregivers.

Among those who report that they maybe caregivers there are some interesting trends.
Interestingly, maybe caregivers appear to be more interested in health improvement topics
and classes, such as health and wellness, mental health, chronic disease, and computers
when compared to both caregivers and non-caregivers. This group is the most likely to report
attendance at church or meeting with friends as something they participate in at least one
day a week and they attend church during most of their time away from home. They are
also the most interested in prescription assistance, classes focused on health and wellness,
mental health, using the computer/Internet, and participating in dance/dance lessons and
other unspecified activities. Finally they are most likely to report getting information
from churches or community organizations. Because it is not clear from the survey how
much time the maybe providers were providing care, we plan to incorporate this into
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future surveys. We believe that these individuals might be still early on in the caregiving
experience, with more time for classes and activities than those reporting they are caregivers
and appear to be a group who may be receptive to caregiver training.

As stated previously, caregivers have poorer health8 and reduced quality of life*78,
increased stress*6:9-12 increased depression#8:11-14 noor sleep®11.15 stroke or heart
disease®16, food insecurityl?, diabetes!®, preventive carel®-21 increased obesityl522, other
chronic diseases.18:23 We know that even when services are seen as beneficial they may

not be used by those in greatest need.2” Finally, we know that there have been effective
interventions to improve caregiver outcomes, including stress, anxiety, mood, wellbeing

and quality of life.9:32-45 These interventions often impact the health and wellbeing of the
charge.#245-47 Knowing something about the perceived need, including what caregivers in
Oklahoma are currently doing and where they get their information, is an important step to
reducing this growing burden.

Strengths and limitations

Limitations of this study include the use of voter registry as a population source and the low
response rate. Participants were selected from the Oklahoma Voter Registration file and the
estimated voter registration differed by age group (87.4% for ages 65-74 and 66.5% for age
75 and older). Consequently, results of this survey may not be representative of the entire
Oklahoma senior population, in particular those not eligible to vote and those less likely

to register to vote despite eligibility. This latter group is likely to be less socially engaged
and at increased risk for poor health. Differences in interests and barriers to program access
likely exist between those who responded and those who did not. There is a potential

for information bias due to survey fatigue or unclear questions, for example the question
about caregiver status. Because so many of the respondents who reported they were either
maybe or not caregivers, we plan to explore this question structure further. However, it may
also indicate differing levels of caregiving status (future, early, current caregivers) and help
identify caregiving needs for older adults.

Strengths of this survey include the large sample size that allows for understanding of
differences between and among groups. Although a limitation since the survey population
was restricted to registered voters in Oklahoma, a strength of this sampling strategy is that
voters are a large proportion of the state (85% as reported by the US Census for 2012).50

In addition, our stratified sample methodology and weighting of the data was a strength that
allows our results to be representative of the entire state. Finally, our inclusion of maybe as a
potential response to the question of “Do you ever provide care, either directly or indirectly
over the telephone, for someone who is not able to take care of him or herself?” adds a
distinctive group that we are now considering as a potential target group for interventions.

Conclusion

Results from the study provided a profile and needs assessment of Oklahoma seniors who
are serving as caregivers. Programming efforts for seniors serving as caregivers should
focus on providing respite services and offering training courses in Oklahoma communities.
While we do not have unlimited resources we recognize that caregivers come in all social
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d demographic groups and that most do feel they need help. In addition, while sources
get information to older Oklahoman caregivers appears to be mainly newspapers, other

important sources such as friends, family and religious centers should also be used.
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