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Caregiver Survey and Caregiver
Interviews research seeks to explore to
what extent caregivers and care recipients can achieve certain outcomes when they have access to
respite care services. The survey and interviews were designed to gather qualitative information to help
to quantify the impacts of receipt of respite care services among Coloradans, as well as explore more indepth the experiences and outcomes for caregivers and their care recipients. This information can
further understanding of the nuances in respite care services benefits and why certain caregivers and
care recipient achieve different outcomes.
Taken together, the Colorado Caregiver Survey and Caregiver Interviews begin to tell a collective story of
respite care services in Colorado, primarily from the perspective of caregivers. Specifically, the
information included in this survey and interview analysis focused on understanding several factors that
impact both caregivers (individuals responsible for providing care to someone) and care recipients
(individuals receiving/requiring care).
For caregivers, the analysis explored 1. Employment and income stability
2. Continued improved mental and physical health
3. Improved quality of life (e.g., improved social supports and family relationships)
For care recipients, the analysis explored 1. Continued improved mental and physical health
2. Improved quality of life (e.g., stabilization of living situation, improved social supports and family
relationships)
3. Reduction in/avoidance of institutionalization

Survey Methodology and Limitations
There is not a lot of existing research that examines the impact of respite care on caregivers, care
recipients, and society in general. While it represents just one picture in time, the survey and interviews
do offer an important glimpse into these impacts for caregivers and care recipients in Colorado. The two
key components of this research include the following:
1. The Colorado Caregiver Survey: A statewide online survey conducted with caregivers (those
with responsibility for caring for someone) to measure changes in their quality of life, health,
and employment, as a result of receiving respite care services. The survey also asked questions
related to these factors for care recipients.
2. Interviews with Caregivers: Interviews conducted with individuals who had taken the survey
and agreed to talk with researchers. Interviews were designed to further enhance
understanding of the impacts identified through the survey as well as identify any additional
important outcomes and benefits. Interviews also added qualitative information to issues
identified in another component of the larger Colorado Respite Care Impact Study, an analysis of
Medicaid claims data for Home and Community Based Services (HCBS) waiver beneficiaries
receiving respite care services.
The methodology and key findings from the survey and interviews are presented here as complimentary
to one another. The survey provides additional qualitative data points on Colorado caregivers, while the
interviews provide an opportunity for context and in-depth understanding of the survey results.
Survey Methodology
The 2018 Colorado Caregiver Survey was
Survey Respondent Snapshot
designed in partnership with Easterseals
Colorado, the Colorado Department of Human
Survey dates
Services, and the study’s Advisory Committee
April 2 – 25, 2018
(see Appendix B for Survey Questionnaire).
Demographic Information
Additionally, the survey incorporated questions
that were intended to gather qualitative data to
Total number of respondents: 1,008 of which
further expand on quantitative data gathered
890 provide paid or unpaid care
through the other two major components of the
19 percent use Medicaid to fund respite care
larger Colorado Respite Care Impact Study - an
services
analysis of Medicaid claims data and an Economic
11 percent are non-white race and ethnicity
Model designed to explore costs and benefits of
82 percent live along Front Range Urban
respite care services in Colorado. Researchers
Corridor
used Survey Monkey, an online survey tool, to
50 percent care for a child
create and disseminate the survey. It was
18 percent care for partner or spouse
distributed principally electronically through
19 percent care for a parent
direct emails, e-newsletters, Twitter and
13 percent care for someone else (other)
Facebook advertising, with information explaining
the survey’s intended audience and purpose
(additional details on the distribution tactics can be found in Appendix C). The survey was open for three
weeks in April 2018, and respondents were offered an opportunity to enter their name into a raffle for a
$100 VISA gift card as an incentive for participation.

Survey Limitations
There are some limitations to this component’s data - primarily that the information is self-reported
caregiver data. Therefore, it is also limited in the extent to which the care recipient’s voice is heard. Care
recipients’ experiences are told largely through their caregivers; however, the findings do include some
specific, albeit limited, care recipient data.
Caregiver Interviews
Interviews were conducted to further enhance
Interview Snapshot
understanding of the impacts identified through the
survey as well as identify any nuances and additional
Interview dates
important outcomes and benefits related to respite
April 30 – May 25, 2018
care services that might not have been observed
Demographic Information
through the survey results (see Appendix D for
Interview Questionnaire). A total of 315 caregivers
Total number of interviews: 20
who responded to the survey identified themselves
• 25% accessed Medicaid waiver benefits
as willing to participate in an interview. This group
• 35% are non-white race and ethnicity
of respondents was further analyzed to identify a
• 25% live in a county not along the Front
subset who could provide an in-depth qualitative
Range Urban Corridor
understanding of experiences of caregivers who may
• 55 percent care for a child
have been underrepresented in the survey, e.g.,
• 25 percent care for partner or spouse
caregivers from rural communities and those of a
• 20 percent care for a parent
non-White races and ethnicities. Caregivers also
were selected for an interview if they indicated their
care recipient used a HCBS waiver to fund respite
care services. There were 20 interviews conducted, each lasting approximately 45 minutes to one hour.
Interviewees were sent a $25 VISA gift card and an appreciation for them taking the additional time to
talk with researchers.
Statewide Distribution of Survey and Interview Respondents
The map below (Figure 11) presents a picture of the statewide distribution of the survey and the
interviews. While the majority were concentrated in more urban areas, there was representation from
many rural areas of Colorado.

Figure 11: Density Map of Respondents by County

About Colorado’s Caregivers
Approximately three in four (76.5%) of Colorado’s caregivers became a caregiver voluntarily, and did so
because they had a close relationship to the care recipient. There are various duties caregivers perform
for their care recipients. Most common among them is accompanying them to medical appointments
(91%), followed by meal preparation (88%), running errands (86%), companionship (86%), and
healthcare coordination (85%). Many caregivers are providing services that otherwise likely would have
to be done by a costlier professional such as a Certified Nursing Assistant (CNA) at $14.95 median hourly
wage, a Licensed Practical Nurse (LPN) at $23.91 median hourly wage, or even a Registered Nurse (RN)
at $33.77 median hourly wage. 71 These services include medication management (79%), personal care
(75%), and medical treatment administration (54%).
The Time Caregivers Spend Providing Care
Time caregiving can mean many things, but generally implies time not working in a professional career
setting, time not spent taking care of oneself, as well as time not spent on relationships with others
(other family members, friends, etc.). Figure 12 demonstrates that just over one third (35%) of
caregivers reported caregiving full-time (24 hours a day, 7 days a week, or 24/7), while slightly more
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(37%) reported providing 24/7 care “except while my child is in school.” The remaining respondents, on
average, reported 38.5 hours per week of caregiving. Figure 12 below also shows the number of hours
spent each week in caregiving by the age of the caregiver. Younger caregivers whose care recipients are
in school are receiving the benefit of having that time as “respite,” even though otherwise they are
providing care 24/7. However, more than half (56%) of caregivers providing 24/7 care with no breaks for
a care recipient being in school are age 44 to 64. Both of these findings have implications for how respite
care services should be structured to leverage existing supports such as school for those supporting
younger care recipients and finding additional respite care sources for older caregivers supporting care
recipients who do not have access to services such as school.
Figure 12: Hours Caregivers Spent Caregiving Per Week, by Age of Caregiver
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Table 10 shows the average and median, or most typical, responses across all survey respondents
regarding the amount of time they spend caregiving by the age of the caregiver. Across all ages of
caregivers, the average number of caregiving hours per week was 38.5 hours, while the median was 21
hours per week. Interestingly, caregivers who are age 65 years and older reported more hours on
average caregiving per week than any other age group. As described above, the fact that some younger
caregivers are supporting younger care recipients who are in school, may be reflected here in the
number of hours these caregivers reported spending in caregiving. Again, both of these findings have
implications that should be further explored.
Table 10: Average and Median Hours Per Week of Caregiving Among Survey Respondents
Age of Caregiver
Average Hours
Median Hours
Caregiving
Caregiving
per Week
per Week
18 to 44 years
34.1
20.0
44 to 64 years
42.3
21.0
65 years and older
47.9
22.5
All ages
38.5
21.0

Respite Care Utilization
This section of the report describes the findings related to respite care utilization, such as use of respite
based on the age of care recipients, “formal” and “informal” respite care use, types of respite care
services used, and those that respondents would like to be able to use more often or use at all.
Of particular note is the fact that 40 percent of survey respondents indicated they receive no respite
care services in the past 12 months. Of these caregivers who identified as living in a county not along the
Front Range Urban Corridor, 51 percent reported having no respite in the past 12 months. This is
compared to 34 percent of caregivers living along the Urban Corridor. Of caregivers who identified their
care recipient as a beneficiary of a Medicaid HCBS waiver, 36 percent reported having no respite in the
past 12 months, compared to 40 percent of caregivers who reported not having access to a waiver.
These findings suggest a significant unmet need among Colorado caregivers, which is in part relieved
when living in an urban setting and by being a beneficiary enrolled in a Medicaid HCBS waiver. The
interviews, discussed in detail below, offer some additional insights into the reasons why at least some
caregivers may not be accessing respite care services.
Utilization of Respite Care Services
Among the caregivers responding to the survey, 61 percent said they received some level of respite care
services, as shown in Figure 13 below. Specifically, 37 percent of caregivers received respite care
services “a few times” and one in four caregivers (25%) reported they “regularly receive respite.” Those
supporting care recipients age 24 years or younger were slightly more likely to report receiving some
level of respite care services (69%) compared to 59 percent of those caregivers supporting someone age
55 years and older. Caregivers of older care recipients were more likely to have received no respite care
services (40%) compared to those with younger care recipients (30%).
Figure 13: Caregiver Respite Care Utilization, by Age of Care Recipient
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The survey asked caregivers “What agency or organization most recently provided respite services,”
including whether it was a family member or friend. For this study, family or friend was defined as
“informal” respite, whereas an agency or organization was considered “formal” respite. Among all
caregivers, 34 percent reported having last received respite care services from a formal provider or
agency. Caregivers supporting someone age 65 years and older were more likely (42%) to have reported

a formal provider of respite as their most recent service rather than an informal provider (18%).
Meanwhile, caregivers with younger care recipients were just as likely to have received their last form of
respite from a formal (36%) or an informal provider (34%). These findings are shown in Figure 14 below.

Figure 14: Caregivers’ Use of Formal and Informal Respite Care Services, by Age of Recipient
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Taken together with the regularity of respite care and the formality of the type of respite care, these
findings suggest that caregivers of younger care recipients may be more likely to receive regular respite
care because they are able to depend more on informal respite care from a friend or family member.
Whereas caregivers of older care recipients, who overall use less respite care, rely more on formal care
when then do need it. Quantifying the impact of this informal respite care for caregivers and their care
recipients is very challenging because there is no way to track how much of is occurring.
Types of Respite Care Used
Again, some 40 percent of caregivers responded that they do not receive any type of respite care
services. For those that did receive services, the most commonly reported type of respite care service is
“in home day” respite, at 29 percent of caregivers, followed by “day program” (18%) and “out of home
overnight or weekend” (12%) respite care service. These figures are shown below in Figure 15.

Figure 15: Type of Respite Care Services Used by All Caregivers
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A review of “other responses” indicated an additional set of respite care services. Responses were
analyzed and grouped again into one of two types – formal or informal – respite care services. The most
common type of respite care that individuals use is from family members, whether from grandparents,
parents, or siblings. Caregivers stated that they relied on family members to provide brief breaks to run
errands, go out with friends or loved ones, and just take a pause from providing caregiving duties.
Similar to family members providing respite care services, friends are also frequently relied upon to
provide caregiving services. In some cases, these friends come from the caregiver’s social group,
community members, church members, or unpaid volunteers. Although caregivers indicated using these
kinds of informal respite services, they also mentioned wanting to utilize more professional respite
services but said they were unable to do so because of issues such as affordability or not being able to
find skilled providers they can rely upon.
Regarding formal respite services, caregivers mentioned using services such as nursing homes for
longer-term breaks, hiring private nurses, utilizing host homes and even using the hospital. It is
important to mention that these are all costly alternatives to more traditional respite care. Finally,
caregivers mentioned a wide variety of local community organizations that they rely upon to provide
respite services, primarily out of home day and evening care.
There is similar utilization of the various types of respite care by both caregivers of younger care
recipients and those supporting older care recipients, with one exception - as shown in Figure 16 below.
Caregivers of younger care recipients reported they are six times more like to use community-based
respite care or recreational programs (15%) than those supporting older care recipients (only 2%).

Figure 16: Types of Respite Care Services Caregivers Use, by Age of Care Recipient

Types of Respite Used, by Age of Care Recipient
50%
I do not receive respite

45%

42%

40%
35%

In-home day
34%
33%

34%
Day program (out of home)

30%
25%
20%

In-home overnight
19%

17%

15%

15%
10%
5%

16%

Emergency
10%

10%
7%
4%

2% 2%

0%

Community-based respite
(recreational)
Other

24 and younger (n=247)

65 and older (n=187)

Across the board, caregivers who responded said they would like to use more of each type of respite
care when compared to the type of respite care they currently are accessing. As Figure 17 shows, on
average, 15 percent of caregivers would prefer to use more of each type of respite, with the greatest
demand being for community-based respite care services: 8 percent of caregivers access this type of
respite, while 24 percent would like to use more of it. Similarly, for day programs, 18 percent of
caregivers access this type of respite, while 30 percent would like to use more of it.

Figure 17: Types of Respite Care Services Caregivers Use and Would Like to Use More
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Figure 18 shows that when looking at what types of respite care services caregivers would like to use
more of by the age of those they are caring for, in-home day care was by far the top choice of both
those supporting younger care recipients (44%), as well as those caring for older care recipients (40%).
Similarly, regardless of the age of their care recipient, caregivers reported their second top choice of the
type of respite care services they would like more of as out-of-home overnight/weekend care (38% for
those supporting younger care recipients, 24% for those supporting older care recipients). One
difference between the two groups is that those caring for younger care recipients also indicated a high
preference for community-based respite services (also 38%) versus only 12 percent of caregivers
supporting older care recipients who wanted more of that type of respite care.

Figure 18: Types of Respite Care Services Caregivers Would Like to Use More, by Age of Care Recipient

Type(s) of Respite Care Services Caregivers Would Like to Use
More, by Age of Care Recipient
50%
45%
40%
35%
30%
25%
20%
15%
10%
5%
0%

I do not receive respite services

44%
33%

38% 37%38%

42% 40%

In-home day

35%

Out of home overnight or wkd
24%
21%

19%

12%

17%

6%

24 and younger (n=247)

In-home overnight

22%

Community-based respite (e.g.
recreational)
Day program (out of home)
3%

65 and older (n=187)

Emergency
Other

From many of the interviews, and as discussed later, it was clear that these kinds of programs –
community-based services and day or overnight programs – offer a real benefit to the care recipient and
may be one reason why both caregivers of older adults and young children are seeking more of these
types of respite. For example, caregivers reported that community-based respite care services help their
care recipient achieve social and developmental milestones as it exposes them to new people and
experiences. These types of respite care programs also help their care recipient maintain important
physical exercises to keep them healthy.
Utilization of Medicaid Waiver Benefits as Respite Care
Approximately 20 percent of caregivers who have a care recipient on a Medicaid HCBS waiver were
asked to report how frequently they use the care recipient’s waiver benefit as a form of respite care. 72
Among the types of Medicaid HCBS waiver benefits, personal care was reported as the most frequently
used form of respite (41%), followed by specialized habitation (32%), homemaker services (22%) and
adult day services (20%). Day treatment (14%) and alternative care (3%) were least likely to be used as a
form of respite. This is shown below in Figure 19 below. It is important to note however, that overall
utilization of these waiver services varies (based on specific benefits available in each type of HCBS
waiver) and this may drive to what extent a waiver service is used as “respite” by the caregiver. For
example, more than half of caregivers said they do not use alternative care (56%) or day treatment
(51%) services for any reason, and therefore, do not use it as respite.
One interesting note regarding this information is tied to the analysis of claims data for Medicaid
beneficiaries on HCBS waivers, which was conducted as another component of the Colorado Respite
Medicaid waiver benefits were defined as follows in the survey: Day treatment (mental health treatment along with special
education); Adult day services (day-time supervision of individuals in a group environment in a center or location); Homemaker
services (assistance with general household activities needed to maintain a healthy and safe living environment, such as
housekeeping, meal preparation and laundry); Personal care services (bathing, grooming, dressing, feeding, etc.); Specialized
habilitation services (self-feeding, toileting, self-care, sensory stimulation and integration, self-sufficiency, maintenance skills,
and supervision); Alternative care facility or assisted living residence.
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Care Impact Study. For purposes of that Medicaid claims analysis, which was done prior to the survey
and interviews, “respite care services” were defined as the respite care benefit and the adult day
services benefit. The thinking at the time was that these two benefits represented the services that
would be most widely used as respite care services. However, what the survey has shown is that in
addition to the actual respite care benefit, caregivers are using a much broader range of HCBS waiver
services as “respite care,” even if they may not be using as much of those other services as they are
using adult day services. This is a good example of how and where there are many more nuances about
respite care that can and should be further explored.
Figure 19: Caregivers’ Use of Medicaid Waiver Benefits as Respite Care Services
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As shown in Figure 20, among those caregivers who said they do use Medicaid HCBS waiver benefits as a
form of respite care, 80 percent use alternative care services 50 to 100 percent of the time as their type
of respite care, whereas only 31 percent of caregivers said they use day treatment 50 to 100 percent of
the time as their type of respite care.

Figure 20: Caregivers Using Medicaid HCBS Waiver Benefits as Respite Care
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Impacts of Caregiving and Respite Care Services on Caregivers
On a scale of one to 10 (1 being a small impact, 10 being
a large impact), when asked to rate the impact of respite
care on their health and well-being as a caregiver,
caregivers responded on average that they felt the
impact was 9.5, or very high.

“It is huge. I don’t think I could continue
to care for mom without severe burnout
without it. It’s good for mom socially, too.
Respite is incredibly important.”

– Caregiver for parent with dementia
The remaining findings for both the survey responses
and the interviews explore the impacts of being a
caregiver and the role that respite care services has in alleviating those impacts related to both the
caregiver and the care recipient. Specifically, the findings explore the following:
•
•

Caregiver impacts – economic effects such as employment, income stability, and finances; continued
improved mental and physical health; improved quality of life
Care recipient impacts - continued improvement of mental and physical health, improved quality of
life, and reduction in/avoidance of institutionalization

The findings also explore the financial cost of caregiving to caregivers, why caregivers seek respite care
services, and how they fund or afford those services. For certain measures, the experiences of a

caregiver for a child versus an older adult are compared and for others, experiences by age of the
caregiver were explored.
The Financial Cost of Caregiving for Caregivers: Paying for Respite Care
Nearly 80 percent, or approximately
three in four caregivers, reported they
“The [Easterseals] voucher program supports 12 to 18
experience various types of financial
hours every four to six weeks. All other respite care is
impacts as a result of their caregiving.
out of pocket.”
Just about half of caregivers reported
facing “financial strain” by providing
– Caregiver for parent with dementia
care (48%) and 67 percent said they do
not receive any payments for their
caregiving. To cover the costs of the respite care services they use, 29 percent of caregivers responded
that they pay with their own funds, as shown in Figure 21. Nineteen percent of caregivers responded
they use fund from their care recipients Medicaid waiver.
Figure 21: Funding Respite Care Services 73
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Figure 22 shows that the burden of self-pay for respite care appears higher among the caregivers
supporting younger care recipients compared to those supporting older care recipients. Specifically, 37
percent of caregivers for younger care recipients pay for their own respite care compared to 17 percent
of caregivers for older care recipients who pay for their own respite care. These findings suggest that
caregivers are burdened financially to access respite to help alleviate the other economic, health, and
quality of life impacts described below.
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39 percent of the respondents do not receive services and are not represented in this chart.

Figure 22: Caregivers Who Use Their Own Funds to Pay for Respite Care Services, by Age of Care
Recipient
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Meanwhile, approximately, one in five caregivers (19%) reported that they receive payment for respite
care services through their care recipient’s Medicaid HCBS waiver. Figure 23 shows that caregivers with
access to Medicaid HCBS waiver are more likely to care for younger care recipients (27%) compared to
those caring for older care recipients (4%).
Figure 23: Payment for Respite Care Services Through a Medicaid HCBS Waiver, by Age of Care
Recipient
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The Financial Cost of Caregiving for Caregivers: Out-of-Pocket Costs for Care Recipient
Respondents were asked to provide approximately how much money out-of-pocket, they spend each
month to cover expenses for their care recipient (e.g., groceries, over-the-counter medications, gas,
parking, etc.). Figure 24 shows that approximately half of all caregivers said they spend less than $500
per month on their care recipient. However, caregivers of younger care recipients are 87 percent more
likely to report spending $500 to $1000 per month than those who care for recipients age 65 years and
older. This may be a function of being parents, who would generally spend money on these types of
expenses for their children versus what they are spending specifically as a result of special caregiving
they provide. Again, this type of question would be worth further examination to better understand the
nuances and potential implications.

Figure 24: Caregivers’ Out-of-Pocket Spending on Expenses for Care Recipients, by Age of Care
Recipient
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The Long-Term Financial Cost of Caregiving for Caregivers
More than three out of four caregivers experience long-term financial impacts from their caregiving
responsibilities. Among all caregivers, 49 percent said that they experienced “reduced capacity to save
for their own long-term care,” followed by 43 percent who reported “diminished retirement savings,”
with 32 percent who experienced “reduced hours at work,” and 13 percent who reported “early
retirement.”
In Figure 25, it can be seen that caregivers ages 18 to 44 years and ages 44 to 64 years are impacted
more financially than caregivers ages 65 and older. For example, 80 percent of working-age caregivers
(those age 18 to 64 years) experience reduced hours at work (thus lower annual salary) compared to 32
percent of all caregivers. Fifty-seven percent of caregivers ages 18 to 44 years old experience reduced
capacity to save for their own long-term care. Similarly, 48 percent of caregivers ages 44 to 64 years
experienced an impact of diminished retirement savings compared to 43 percent of all caregivers. These
younger and middle age groups of caregivers are experiencing the largest financial impacts of caregiving
right at the time when it is most important for them to be saving for their retirement. In addition to
being able to save less for retirement, caregivers ages 44 to 64 years are 29 percent more likely to
experience early retirement than other caregivers.
These findings imply that this age group of caregivers in particular (those ages 44 to 64 years) may be at
higher risk for significant negative financial impacts as a result of their caregiving responsibilities. As has
been described in another component of the Colorado Respite Care Impact Study – the Economic Model
– such negative financial effects may be exacerbated by the fact that this age group also is one of the
fastest growing demographics. Again, these are findings that bear further research to more deeply
understand how policy makers and program administrator may be able to address these issues.

Figure 25: Caregivers’ Personal Financial Impacts, by Age of Caregiver
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The Financial Cost of Caregiving for Caregivers: Employment and Income Stability
Approximately one in four (26%) caregivers responding to the survey reported that they are unable to
be employed due to caregiving responsibilities, while another 14 percent reported that “they work part
time instead of full time due to my caregiving responsibilities.” Additionally, 37 percent of respondents
said that they work or go to school part-time or full-time outside of the home. Of the caregivers who
work, many indicated that they missed on average 21 days of work or school in a year because they
were sick/injured as a result of caregiving. The median number or typical number of days missed was
fewer at 10 days.
Of those respondents who work,
caregivers indicated that they have
“I can’t get a promotion because I would have to dedicate
adapted or made decisions regarding
more time to work and I just can’t afford that.”
how much and when they work in a
– Caregiver of young child with autism
variety of ways, as shown in Figure 26.
More than half (54%) reported that they
use vacation days, sick days or personal
days to take time off for caregiving. Missing days of work, as well as reducing hours at work, are other
strategies caregivers use to manage both their professional work responsibilities and their caregiving
responsibilities. A handful of caregivers (11%) reported that they did the opposite; they took on
additional hours to pay for the cost of their caregiving. These impacts have real cost implications for not
only the caregiver but also employers. Caregiving impacts on the employer deserves further inquiry
which the Economic Model, a component of the Colorado Respite Care Impact Study, could explore in
the future.

Figure 26: How Caregivers Work Has Been Affected by Their Caregiving

Which of the following have you done as a result of becoming a caregiver?
Select all that apply. (n=330)
Used vacation, sick days, and/or personal days
Missed days of work
Reduced my work hours
Reduced job responsibilities
Began working an alternative schedule
Switched to a less demanding job
Began to work remotely
Quit a job
Unpaid leave of absence from my employer not…
None of the above
Unpaid leave of absence from my employer covered by…
Took on additional hours to pay for cost of caregiving
Taken a paid leave of absence from my employer
Lost a job
Retired early
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The Impacts of Respite Care Services on Alleviating Economic Cost to Caregivers
As Figure 27 below shows, of those respondents who work, caregiving has a “somewhat negative
impact” on whether they go to work or school as much as they need or want to, with an average score
of 3.3 on a scale of one to five (1 being the little or no impact and 5 being the greatest negative impact).
Figure 27: The Degree to which Caregiving Has Impacted Caregivers’ Work

The Degree to which Caregiving Has Impact Caregiver's Work
To what degree would you say that being a caregive has
impacted your ability to work or go to school as much as you
need or want to?
Little or No Impact
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4
5
Great Negative Impact

Shown in Figure 28 below, respondents reported that getting respite services has “little to no impact” to
“somewhat positive impact” in their ability to work or go to school as much as they need or want to,
with an average score of 2.2 out of five (with 1 being the little or no impact and 5 being the greatest
positive impact).

Figure 28: The Degree to which Getting Respite Care Services Impacts Caregiver’s Work

The Degree to which Getting Respite Care Services Impacts Caregiver's
Work
To what degree would you say that getting respite
services has impacted your ability to work or go to school
as much as you need or want to?

2.2
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The role that respite services plays in a caregiver’s
capacity to work was explored further in the
interviews. Caregivers who were interviewed
described that many times the amount or quality
of the respite care is not what they need for their
care recipient, and does not really allow them to
continue working, or work as much as they would
like. They indicated that this is due, in part, to
availability of qualified respite care providers, as
well as affordability.
For some respondents (12%), respite services did
play a greater role in both their decision to work
and how much they worked. For some caregivers,
the availability of respite allowed them to keep
their full-time jobs, while for others, access to
respite care services allowed them to take on parttime employment. Others said they utilize respite
to catch up on tasks to manage the businesses that
they run from their homes.
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Somewhat Positive Impact
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A lack of respite care can push caregivers to
reduce hours at work, not work outside of the
home, or stop working entirely.
“I retired four years earlier than planned when I
became my mother’s caregiver. I realized I
would be living on about $56/month [after
paying for respite care]. If I could have accessed
more respite care, it would have allowed me to
keep working.”
- Caregiver for parent with dementia

Respite services can play a role in both a
caregiver’s decision to work and how much
they work.
“Work is its own kind of respite, giving me a
break, and it is helping me to pay for other care
for [child]. You feel like you can’t do more and
don’t feel like you can do things that you
wanted to do. But respite helps.”

These findings support conclusions from other
research that indicates that caregivers are
impacted in their capacity to work due to their
caregiving responsibilities. The 2015 AARP study
– Caregiver of young child with autism
Caregiving in the U.S., found that 35 percent of
caregivers give up work entirely as a result of
caregiving responsibilities, and another 37 percent
reduce work from full time to part-time status. Colorado caregivers reported in the survey lower rates of
impact when it comes to work, specifically 26 percent of caregivers reported that they were unable to
be employed due to caregiving responsibilities, while 14 percent reported that “they work part time
instead of full time due to my caregiving responsibilities.” These types of findings are what is explored

more in the Economic Model that is part of the larger Colorado Respite Care Impact Study.
Understanding how respite can impact a caregiver’s ability to work is important so benefits can be
designed in ways that maximize financial independence for both caregivers and care recipients.
The Physical Health Impacts of Caregiving and the Role of Respite Care Services
In general, caregivers reported their physical health to be “good” and that their caregiving responsibility
only “somewhat negatively impacted” their health. Twelve percent of caregivers reported that
caregiving has a “great negative impact” on their health, while 16 percent reported that their caregiving
had “little or no impact” on their physical health (of which 11% report “no impact”).
When asked to describe how caregiving impacted their physical health, as shown in Figure 29 below,
more than half of respondents indicated “feeling depressed and/or anxious” (62%), and 58 percent said
they “experienced changes in their sleeping patterns,” while 53 percent “experienced physical
stress/strain.” About one in five caregivers reported that they experienced “higher blood pressure”
(20%), “feel sick more often” (20%), and experience “changes in appetite” (19%).
Figure 29: How Caregiving Has Impacted Caregivers’ Health
Has caregiving impacted your physical health? If so, how? Please select all
that apply. (n=630)
Feeling depressed and/or anxious
Experiencing changes in my sleeping patterns
Physical stress/strain
Seeing changes in my weight
Higher blood pressure
I am getting sick more often
Seeing changes in my appetite
There has been no impact.
Needed surgery
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Again, the Economic Model that is a component of the larger Colorado Respite Care Impact Study
explores the costs of these kinds of health impacts on caregivers and compares them to the benefits and
costs of respite care services. As that analysis shows, respite care services can have a significant impact
on both the health and the healthcare costs of caregivers. It begins to reveal the economic impact of
these health conditions brought on by caregiving and provides evidence through existing research on
the prevalence of these types of diagnoses among caregivers when compared to non-caregivers. For
example, the Model assumes and calculates that if, by utilizing respite care services to reduce levels of
insomnia (as one example of a type of change in sleeping patterns) among caregivers to the same levels

of insomnia among non-caregivers, health care costs avoided potentially could amount to as much as
$19.6 million per year in reduce insomnia treatments costs. 74
To assess the health impacts of caregiving further, the survey explored the prevalence of new diagnoses
of chronic medical conditions and the extent to which caregivers perceive that role of caregiving in that
new diagnosis. Since becoming a caregiver, 30 percent of respondents reported being diagnosed with a
new chronic medical condition. Among the new conditions respondents reported having, an anxiety
diagnosis was most common (21%), followed by depression (19%), and high blood pressure (13%). Using
a scale of 1 to 5 (with 1 being “not at all” and 5 being “very much”), caregivers indicated an average
ranking of 3.8 in believing that caregiving has bought on the new diagnosis, and thus caregiving had a
fairly significant negative impact on their physical health and caused them to have conditions they might
not otherwise have had. Specifically, of these caregivers with a new diagnosis, 59 percent report that
that caregiving brought on the new diagnosis. Eleven percent said they did not think caregiving
impacted or brought on their new condition(s) at all.
For those who utilized respite care services, 21 percent of caregivers reported that getting respite
services “very much helped with their physical health.” On average, however, caregivers felt that
respite care services more commonly helps their physical health only “somewhat,” with an average
score of 3.4 out of five (one being “not at all” to five being “very much”), as shown in Figure 30.
Figure 30: The Role Respite Care Services Has Played in Caregivers’ Health, by Age of Caregiver
In general, getting respite services has helped with my physical health
All (n=630)
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The Economic Model component describes the limitations of this calculation, including that while prevalence of conditions
(such as insomnia) are known among caregivers, what is unknown is how many of these conditions are actually treated.
Therefore, these costs may represent the highest potential costs savings if treatment rates for insomnia decrease among
caregivers.
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To explore these findings further, most of the caregivers who were interviewed said that the top benefit
of respite care services
for their physical (and
Respite care provides caregivers the opportunity to work on their own
mental) health was the
health, to better serve those they care for.
ability to rest or care for
themselves. For example,
“The physical toll has been great. My neck and back were hurting every
they said that respite
day from carrying a 33-pound child. Respite has allowed us to go to
care services allow them
physical therapy for our chronic pain. And just reduced physical pain has
to attend their own
a huge overwhelming effect.” – Caregiver of a child with cerebral palsy
doctors’ appointments,
“Respite care helps you with your physical health as it provides time to
attend physical therapy,
exercise.”
or exercise. Some of the
interviewees also
- Caregiver of an adult child with disabilities
reported that respite
care services gave them
time to sleep.
The survey also asked caregivers to what degree they believe respite care services helped them stay
healthy and out of the emergency department (ED) and/or hospital. On average, caregivers reported
that respite care services “somewhat” helped in this way. Only 12 percent of caregivers said that respite
“very much” helped them to stay out of the ED and/or hospital, while 13 percent reported that respite
care services had no impact at all on keeping them out of the ED and/or hospital. This begins to reveal
the impact that respite care services can have on reducing caregivers’ healthcare costs. This also is
examined more closely in the Economic Model analysis component of the Colorado Respite Care Impact
study. For example, as shown in Figure 30 below, using data from that study and assuming that each
caregiver avoids just one ED visit (using the average costs for an ED visit in 2018 to St Joseph’s Hospital
in Denver), if 12 percent of the estimated 584,000 caregivers in Colorado (about 70,000 caregivers) are
not using the ED and/or hospital as much as they might without access to respite care services,
utilization of respite care could potentially prevent from about $10 million to as much as $122.6 million
in healthcare costs (depending on the level of care). Similarly, the avoided costs of just a one-day
reduction in inpatient hospital days for these 70,000 caregivers could be as much as an estimated
$184.7 million.

Figure 30: Potential Caregiver Healthcare Costs Avoided by Using Respite Care Services

Avoided Costs as a Result of Respite Care Services Assuming 70,000 Caregivers Avoid One ED Visit
National Average cost per ED visit (for ED serving +8,000 patients, in 2013) $2,168 x 70,000 = $151.8 M
Colorado Level One Care cost per ED visit (St Joe's Hospital, in 2018)

$143 x 70,000 = $10.01 M

Colorado Level Five Care cost per ED visit (St Joe's Hospital, 2018)

$1,752 x 70,000 = 122.6 M

Avoided Costs as a Result of Respite Care Services Assuming 70,000 Caregivers Avoid One Inpatient Day
Average cost per inpatient day across all hospital types

$2,639 x 70,000 = $184.7 M

The Mental Health Impacts of Caregiving and the Role of Respite Care Services
In general, caregivers reported their mental health as “good,” and indicated that their caregiving
responsibilities had a “somewhat negative impacted” their mental health, as shown in Figure 31.
Specifically, on a scale of one to five (1 being “not at all” to 5 being “very much”), the average response
was 3.0. There is a similar response across all caregiver age groups.
Figure 31: Caregiver Estimation of the Impact of Caregiving on their Mental Health
In general, how have your caregiving responsibilities impacted your
mental health, by Age of Caregiver
All (n=630)
65 Years and Older (n=60)
44 to 64 Years (n=175)
18 to 44 Years (n=95)
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Overall, caregivers said getting respite care services help their mental health “somewhat” to “very
much.” As shown in Figure 32, on a scale of one to five (1 being “not at all” to 5 being “very much”), the
average response was 3.8. Similar patterns are seen across all caregiver age groups. Specifically, 29
percent of all caregivers responded that respite services “very much” helped with their mental health.

Figure 32: Caregiver Estimation of the Impact of Respite Care on their Mental Health, by Age of
Caregiver
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All (n=630)

3.8

65 Years and Older (n=60)

3.7

44 to 64 Years (n=175)

3.7

18 to 44 Years (n=95)

3.9
1

2

Little or No Impact

3

Somewhat Negative Impact

Respite care provides peace of mind and rest from
the worries of caregiving for higher-need care
recipients.
“It gives me a break so that I’m not having to
constantly worry about where Dad is and what he’s
doing or if he’s going to get into something. It’s like
watching a three-year-old take off on a walk without
me knowing where he is; so, it [respite care] gives a
mental and physical break.”
– Caregiver of an adult with dementia
“Isolation is huge [as a caregiver]. You become very
isolated because you can’t leave or go out with your
friends. People come over less and less so you lose
touch with the world; it’s a very lonely business.”
- Caregiver of a spouse

4

5

Great Negative Impact

There is a perception among caregivers that
respite care results in benefits for their
mental health. Which is important as many
studies reveal that rates of depression are
higher among caregivers than noncaregivers. 75 If respite is perceived to have a
role in improving mental health, this is an
important finding to identify ways to
maximize utilization of respite and this
benefit for alleviating healthcare costs, let
alone improving quality of life. For example,
according to one study, more than half of
caregivers (54%) experience depression
compared to 32 percent of non-caregivers.
Treating depression costs $8,187 per person
per year (2014 dollars). 76 The Economic
Model (a part of the larger Colorado Respite
Care Impact study), shows respite care has
the potential to save $611.0 million in costs
to treat depression just among working
Colorado caregivers. 77 Survey and interview

Hopps, M., Iadeluca, L., McDonald, M., & Makinson, G. T. (2017). The burden of family caregiving in the United States: work
productivity, health care resource utilization, and mental health among employed adults. Journal of Multidisciplinary
Healthcare, 10, 437–444.
76 Egede, et al. (2017). Impact of diagnosed depression on healthcare costs in adults with and without diabetes: United States,
2004–2011. J. Affect Disord, 195: 119-126. Available at https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4779740/
77 The Economic Model component describes the limitations of these calculations, including that while prevalence of these
conditions (insomnia and depression) are known among caregivers, what is unknown is how many of these conditions are
actually treated. Therefore, these costs may represent the highest potential costs savings if treatment rates decrease among
caregivers.
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findings strengthen the positive link between respite care services and mental health benefits for
caregivers.
Impacts on Caregiver Quality of Life
Caregivers were asked to what degree they believe that respite care services improved their quality of
life. Overall, getting respite care services generally help with caregiver quality of life “somewhat” to
“very much.” Specifically, on a scale of one to five (1 being “not at all,” 5 being “very much”) the
average response was 3.9. Of those that received respite care, 42 percent of caregivers reported that
respite “very much” helped improve their quality of life, while only 2 percent reported “not at all.”
Similar patterns are see across all caregiver age groups. This is shown in Figure 33.
Figure 33: The Role of Respite Care in Caregiver’s Quality of Life, By Age of the Caregiver
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Survey respondents were provided the opportunity to
describe the impact that respite care services have
Respite care allows for opportunities to
had on their quality of life. For many, respite care
have time with other people, supporting
services offer a break to concentrate on other
and strengthening relationships for both
responsibilities or connect with family and friends. In
caregivers and care recipients.
many cases, the respites care services provide a
“I am able to catch up with my husband.”
confidence and security among caregivers that their
– Caregiver of an elderly parent
care recipient is being cared for and is safe. For others,
the quality of life improvements of respite care
“With respite care, I am a happier person
services stem from the ability to provide benefits to
and so relationships are better.”
their care recipient. For example, one caregiver
described the impact of respite care services on their
- Caregiver of teen with Down Syndrome
quality of life by saying, “It is encouraging to see my
and ADHD
child happier by getting out with peers.” Another
respondent said, “My [care recipient] is much more
cheerful and cooperative” knowing she is receiving respite care services.

For those respondents who did not feel that respite care services improved their quality of life, it is in
part due to the lack of affordable, reliable, and qualified respite care services. The infrequency was also
indicated as a problem. For
example, regarding qualified
providers, one respondent said,
The affordability, quality, reliability, and frequency of respite
“Some respite workers are
care services minimize any potential quality of life benefits for
better than others. Sometimes it
some caregivers.
was a waste of time to have
“A little hit or miss and trouble keeping a consistent care provider,
them ‘help’ and other times it
there is a lot of turn over. She needs to get used to people, and it’s
was immense help.” Caregivers
hard for her to get used to people helping her with sensitive
indicated that many times the
activities…” - Caregiver of child with complex needs
respite care service providers
are not reliable or consistent.
“The impact of my quality of life would be more if I had more
Each time there is a new
respite available.” - Caregiver of a child (survey respondent)
provider, it requires significant
“I wish I had more frequent access.” – Caregiver of a child (survey
amounts of training and time to
respondent)
ensure that the provider
understand the needs of a care
“I receive only intermittent respite at awkward times and
recipient. The time to re-train
durations.” – Caregiver of a child (survey respondent)
and build trust in a provider and
“The respite that we pay for is so infrequent that it’s almost not
know that their care recipient is
worth any benefit.” -Caregiver of a child (survey respondent)
safe is an example of how
respite care services may bring
about different stresses and
anxiety for caregivers, as well as for the care recipient.
As for affordability, another caregiver said, “Respite services help only so much because I can't afford to
pay for more of it.” Sixty percent of caregivers responded that they did not think respite care services
were affordable in their community. Several indicated that they would not be able to afford respite care
services if not for their care recipients’ Medicaid HCBS waiver benefits. For example, one caregiver said,
“With the Medicaid waiver, [respite care] is affordable. Without it we could not afford it.”
To learn more about the role of respite care services in quality of life improvements, caregivers were
asked to what extent they agree with several statements and how that agreement changed in response
to respite care service. As shown in Figure 34, statements regarding their level of exhaustion, time to
themselves, and their relationships begin to quantify quality of life improvements. The chart reveals that
with access to respite care services, caregivers were less exhausted and had fewer strained
relationships. There were more likely to be able to handle the things they needed to do and were the
kind of person they wanted to be for their care recipient.

Figure 34: Impacts of Respite Care Services on A Caregiver’s Quality of Life
How much does (or did) each of the following statements describe
you?
No access to respite (responded "completely")

Access to Respite
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Being a
time just for a caregiver but the person I caregiver has
never seem to want to be put a strain on
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make any when I am with
my
progress.
my care
relationships.
recipient.

Via the interviews, most caregivers
reported that while their health may
be declining slightly, the quality of
their life is fine or unwavering. For
others, the quality of life
improvement as a result of respite
care services was greater because of
the addition of “balance and
predictability” in their lives as
caregivers.

Respite care adds balance and predictability to the lives of
caregivers.
“It kind of helps beak up the day little it. Respite helps make
the day more predictable. If I know that respite is coming I
plan my day around that time. I know when I can get a break
or run errands.”
– Caregiver of a child with special needs

Together, caregivers suggest that respite care services have potential to bring about great quality of life
improvements to both the caregiver and the care recipient. However, the limitation of that benefit is the
access to that appropriate, affordable, and reliable respite care.
Challenges Caregivers Face and Why They Seek Respite Care Services
Other research reveals that lack of time for other activities, as well as emotional, mental, financial, and
physical stress, all are challenges faced by caregivers. Figure 35 shows that this survey’s findings echo
that research. For caregivers supporting both younger and older care recipients, lack of time for other
activities and emotional stress and burnout topped the list of challenges they face as a result of
caregiving. Across all the challenges listed in the survey, caregivers supporting younger care recipients
consistently reported higher rates of challenges from caregiving and accessing respite than caregivers
supporting older care recipients. However, as discussed earlier in this report, caregivers supporting
younger care recipients were more likely to use informal respite supports (e.g., family, friends), benefits

from other services such as school, and were more likely to use respite care services through a Medicaid
HCBS waiver than caregivers supporting an older care recipient.
Figure 35: Challenges Caregivers Face as a Result of Caregiving, by Age of Care Recipient
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Caregivers seek respite care for many reasons, as Figure 36 demonstrates. Leading among reasons
noted by the survey respondents is to “relieve stress,” followed by “to run errands,” and “care for my
own health.” Caregivers for younger care recipients, however, responded that they are more likely to
seek respite to “spend time with my spouse or partner” than for running errands or caring for their own
health needs. This finding suggests that respite care perhaps has a larger role to play in a caregiver of a
young recipient in their quality of life, compared to their physical or mental health, and may have a role
in maintaining marriages.
Several studies have looked at the impact of caregiving, specifically caring for a child with an intellectual
and/or developmental disability (I/DD), and divorce rates. 78 Findings from these studies suggest varying
degrees of connection between caregiving for a child with I/DD and divorce rates, but any time and
resources available to spouses and partners to share time together has potential to mitigate the risk of
divorce, and therefore the impacts of divorce on the caregiver and care recipient. For example, single
parents have much lower incomes and higher poverty rates than married counterparts, as well as
experience many other economic and social impacts. 79
Namkung, et al. (2015). The Relative Risk of Divorce in Parents of Children with Developmental Disabilities: Impacts of
Lifelong Parenting. Am J Intellect Dev Disabil. 2015 Nov; 120(6): 514–526.
79 Duncan, W. (2010) Economic impact of divorce on children's development: Current findings and policy implications, Journal
of Clinical Child Psychology, 23:4, 444-457.
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Figure 36: Why Caregivers Sought Respite Care Services within the Past 12 Months
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Impacts of Caregiving and Respite Care Services on Care Recipients
Physical Health and Mental Health Impacts
Overall, Figure 37 shows that caregivers reported that on average their care recipient’s physical and
mental health was “poor to fair,” (on a scale of 1 being “poor” to 5 being “excellent”). Five percent of
caregivers reported their care recipient’s mental health as “excellent,” and 4 percent reported their
physical health as “excellent.”
Figure 37: Caregivers’ Estimation of Their Care Recipient’s Physical and Mental Health
In general, would you say your care recipient’s
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Caregivers were asked to estimate the role of respite care in keeping their care recipient physically
healthy. Overall, of the caregivers who received respite, they felt that respite care “somewhat” helped

their care recipient’s physical health, with an average score of 2.9 on a scale of one to five (1 being “not
at all,” 5 being “very much”). The response was similar for those caregivers caring for a young care
recipient and those caring for an older care recipient, as shown in Figure 38, with an average score of
2.7 and 2.8, respectively. Specifically, 31 percent of caregivers caring for a young care recipient reported
that “not at all” respite care has an impact on their recipient’s life compared to 25 percent of caregivers
caring for an older person. The percent of caregivers who responded that it helped “very much” was 19
percent among those caring for younger people and 17 percent among those caring for older people.
Figure 38: Caregivers Estimation of The Role of Respite Care in Helping the Physical Health of their
Care Recipient, by Age of the Care Recipient
Would you say that getting respite services has helped with the physical health of
your care recipient?
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Caregivers also were asked to assess the degree to which respite care services helped their care
recipient stay healthy so the care recipient could stay out of the ED and/or the hospital. Among those
caregivers who received respite care, the average response was 2.6 - just below “somewhat”, as shown
in Figure 39. Eleven percent of caregivers did believe “very much” that respite care services helped their
care recipient stay out of the roomed and/or hospital, while 21 percent reported “not at all.” Again, the
response was similar for those caregivers caring for a young care recipient and those caring for an older
care recipient, with an average score of 2.5 and 2.7, respectively. The percent of caregivers who
responded that it helped “very much” was 19 percent among those caring for younger people. However,
among those caring for older people, just 10 percent felt that respite care “very much” helped keep
their care recipient out of the ED and/or hospital. This may be due to the life stage of the care recipient,
and that they may require more acute care in these types of settings relative to younger care recipient’s.
These findings suggest that to some extent, respite care has a role in preventing ER and/or hospital
utilization but that it may not be sufficient to overcome the natural life events of older adults.

Figure 39: Caregivers Estimation of the Role of Respite Care in Helping their Care Recipient Stay Out of
the Emergency Room and/or Hospital, by Age of the Care Recipient
To what degree do you believe that respite services have helped your care
recipient stay healthy so they can stay out of the emergency room and the
hospital?
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Interview with caregivers help to explore the role of respite care in care recipient health. For example,
caregivers report that respite providers often help to carry out the exercises that they (the caregiver)
would not be able to do on their own due to lack of training, divided attention, or other factors.
Caregivers were asked to estimate the role of respite care in the mental health of their care recipient.
Overall, of the caregivers who received respite, they felt that respite care “somewhat” helped their care
recipient’s mental health, with an average score of 3.2 on a scale of one to five (1 being “not at all,” 5
being “very much”). The response was similar for those caregivers caring for a young care recipient and
those caring for an older care recipient, as shown in Figure 40, with an average score of 3.2 and 3.0,
respectively. Specifically, 16 percent of caregivers caring for a young care recipient reported that respite
care has “not at all” had an impact on their recipient’s mental health compared to 23 percent of
caregivers caring for an older person. The percent of caregivers who responded that it helped “very
much” was 22 percent among those caring for younger people and 21 percent among those caring for
older people.
Figure 40: Caregivers Estimation of The Role of Respite Care in Helping the Mental Health of their Care
Recipient, by Age of the Care Recipient
Would you say that getting respite services has helped your care recipient’s
mental health?
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Overall, when comparing the role of respite care in the mental and physical health of a care recipient,
caregivers are more likely to feel that respite care “very much” helped mental health compared to the
physical health of their care recipient. Interviews with caregivers begin to enlighten why this might be

the case. For example, many caregivers responded that respite gives their care recipient a friend, an
opportunity to engage with others, and the option to participate in activities outside of the home. These
behaviors and opportunities are all more influential in a person’s mental health and well-being rather
than the physical health. This finding also supports the positive role of respite care in improving the
quality of life for the care recipient, as described further below.
Impacts on Care Recipients’ Quality of Life
Respite care services appear to have a greater impact on improving a care recipient’s quality of life
related to their health. Caregivers were asked to assess to what degree they believe that respite care
services have improved their care recipient’s quality of life. On scale of one to five (1 being “not at all” to
5 being “very much”) they reported on average a score of 3.6 (compared to 2.9 for improvement in
physical health and 3.2 for mental health), as Figure 41 demonstrates. The response was similar for
those caregivers caring for a young care recipient with an average score of 3.8. Specifically, just 6
percent of caregivers caring for a young care recipient reported that “not at all” respite care has an
impact on their recipient’s life compared to 38 percent who reported “very much”.
Overall, caregivers caring for older adults estimated a slightly lesser impact of respite services on their
care recipient’s quality of life when compared to those caregivers caring for younger care recipients.
Caregivers estimated the impact to be on average a 3.4 (compared to the 3.8 among caregivers of
younger care recipients). Specifically, 14 percent of these caregivers of older care recipients reported
that respite did “not at all” impact the quality of life for their older care recipient (compared to 6%
among caregivers of younger care recipients) with 27 percent estimating it “very much” did have an
impact (compared to 38% of caregivers of younger care recipients).
Figure 41: Caregiver Estimation of Respite Care Services Impact on Their Care Recipients’ Quality of
Life, by Age of Care Recipient
To what degree do you believe that respite services have improved your care
recipient’s quality of life?
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Interviewees indicated that improvements
in their recipients’ quality of life are related
Respite can allow for personal growth by exposing
to the respite care service providers, and
the care recipient to new people and experiences.
the relationships developed between the
“Respite care provides new experiences for her to
providers and care recipients. For example,
do independently. It builds her confidence to go out
some caregivers reported that their care
and do something by herself.”
recipients really like their respite providers
and see them as friends. They reported
- Caregiver of an adult child with spinal injury
increased socializing and confidence with
building friendships gained through respite
care services outside of the home, and that
their care recipients seemed better able to interact with new people as a result of this kind of respite
care services. Others said they saw increased social confidence felt by their care recipients. Lastly, many
caregivers also identified how respite care services help their care recipients meet developmental and
health milestones.
Reduction in or Avoidance of Institutionalization for Care Recipients
Caregivers were asked to assess to what degree they believe that respite care services have helped their
care recipients avoid a nursing home stay. Figure 42 shows that on a scale of one to five (1 as “highly
likely” and 5 as “highly unlikely”), caregivers on average feel that respite care services have “somewhat”
helped their care recipients avoid this kind of care, as shown by the average score of 2.8. Specifically, 18
percent of caregivers felt that respite care services “very much” helps their care recipient avoid a
nursing home stay. About one in four (24%) caregivers feel that respite care services do “not at all” help
to avoid a nursing home stay.
The age of the care recipient appears to have some degree of influence of the extent to which caregivers
believe respite care services help to avoid nursing home stays. Caregivers of older care recipients are
more likely to believe that respite care “somewhat” helps to avoid stay, with an average score of 3.3,
compared to those caring for younger care recipients, with an average score of 2.5. Specifically, more
than half (52%) of caregivers for younger care recipients believe that respite does “not at all” help their
care recipient avoid nursing home stay compared to 19 percent of those caring for an older care
recipient.
Figure 42: Caregiver Estimation of the Impact of Respite Care Services in Avoid Nursing Home Stays for
their Care Recipient, by Age of Care Recipient
To What Degree Do You Believe that Respite Services Have Helped your Care
Recipient Avoid Nursing home or Institutional Stay, by Age of Care Recipient
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When asked to what extent caregivers feel that without respite care services their care recipient would
be placed in an out-of-home setting, most responded “not sure.” Specifically, on a scale of one to five (1
being “highly unlikely” and 5 being “highly likely”), caregivers on average felt that they are “not sure,”
with an average score of 3.2, as shown in Figure 43. Twenty-four percent of caregivers responded
“highly unlikely,” while 14 percent responded “highly likely.” The age of the care recipient appears to
have some degree of influence of the extent to which caregivers believe that without respite care, their
care recipient might be placed in an out of-home setting. Caregivers of young care recipients were
slightly more likely to respond that it was “unlikely”, with an average score of 2.6, compared to an
average score of 3.1 for those caring for older adults. Specifically, more than half (52%) of caregivers
caring for younger recipients responded that it was “highly unlikely” compared to 14 percent of
caregivers caring for older adults.
Figure 43: Degree to Which Caregivers Believe Respite Care Services Help Their Care Recipients’ Avoid
Nursing Home stays
Without respite care, how likely is it that your care receipient may be placed in
an out-of-home setting?
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Interviews with caregivers shed some additional light on the reasons why as well as the limitations of
respite care services in preventing nursing home or other institutional stays. Respite care helps to
prevent caregiver burnout, and therefore, sustain this informal caregiving workforce. Caregivers
generally want to be with their care recipients and support them for as long as they can. Respite care,
for some, helps to sustain their capacity to do so.
Limitations of respite care, including the availability and affordability of respite care services, prevents
some caregivers from accessing the needed amount for themselves and their care recipients to keep
their care recipient out of institutional or nursing home care. As discussed in more detail below, there
are many barriers and limitations to accessing the respite that is required to support caregivers and
ultimately sustain their ability and desire to provide care.

The availability and affordability of respite care services limits the impact respite might have
on preventing institutional or nursing home care.
“If respite had been more easily available, we might not have done [nursing home care]. We did it
sooner than we thought we would and part of it was my inability to care for him 24/7, so having
additional support would have kept him in the home a little longer. However, to have someone in
the home all the time is very expensive, and can be as expensive as going to the facility, and what
do you do with this person who is in your home all the time? You have a roommate who is
stranger that changes shifts three times a day.”
– Caregiver of spouse with degenerative illness
Generally, these findings indicate that caregivers may not yet have thought much about this as an issue
for their care recipients, or that they see institutionalization as more “black and white.” In other words,
there is a point at which they simply will not be able to support their care recipient and they know the
only option is a facility or they would not ever consider out-of-home placement as an option. This is an
area worth additional examination, particularly because the cost implications of institutionalization are
very significant.
Respite prevents caregiver burnout, providing the support needed for care recipients to stay in
their homes.
“If I was doing this all by myself, I would have run out of steam a long time ago. There are
beautiful moments at home and I want to keep him here; I haven’t done much research on
nursing homes but I don’t think they have memory care. This would mean he’d go to the Springs,
and we'd have to both re-locate.” – Caregiver of spouse with dementia
“It definitely offers us a chance to be able to [care for her] for a longer time. We want to do this
as long as we can. We’re in our mid-40s so we’d like to at least do this for another 10-15 years
and without respite I don’t think we could do that. Without respite we would have to speed up
the process to place her [out of the home] so we’d have less time [with her].”
- Caregiver of a young adult with developmental disability

Barriers to and Limitations of Respite Care
Findings described above begin to reveal the impact of respite care services for caregivers and their care
recipients. However, it is apparent that in many cases the full impact of respite care services is not
realized. Caregivers indicated many barriers to respite care services, which in part limit their impact.
As previously mentioned, 40 percent of survey respondents indicated they receive no respite care
services, suggesting a significant unmet need among Colorado caregivers. To explore this further, the
survey asked caregivers how many times in the last 12 months they were unable to find respite services
when they were needed. Approximately one in five (20%) reported “always.” In other words, 20 percent

of caregivers said they were not ever able to find respite care services when they were needed, as
shown in Figure 44. Of those caregivers who reported living along the Front Range Urban Corridor, 19
percent said they “always” were unable to find respite services when they were needed, compared to
27 percent of caregivers who live someplace else in Colorado. 80 However, 44 percent of caregivers
reported that they were unable to find needed respite care services only three times or less within the
last 12 months, while 36 percent reported “never” having an issue finding needed respite care services.
Figure 44. In the last 12 months, how many times have you been unable to find respite services when
you needed them, “Always”
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Caregivers were asked in the survey about what barriers they face in getting respite care services, as
shown in Figure 45. Nearly half of respondents reported that financial limitations are the number one
barrier (46%), followed by the lack of respite programs available (44%), and lack of trained providers in
their community (36%).

Front Range urban corridor includes respondents from Adams, Arapahoe, Boulder, Broomfield, Denver, Clear Creek, Douglas,
El Paso, Elbert, Fremont, Gilpin, Jefferson, Laramie, Larimer, Park, Pueblo, Teller, and Weld Counties.
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Figure 45: Barriers to Getting Respite Care
Do you or have you faced barriers in getting respite care? If yes, please
select all that apply. (n=501)
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The top three barriers were explored further to understand if where a caregiver lived in Colorado made
a difference in prevalence of the barriers, as shown in Figure 46. Caregivers who live outside of the Front
Range Urban Corridor reported more often that they experienced lack of trained providers (41%
compared to 35% among those living along the urban corridor) and lack of respite care programs (52%
compared to 43% among those living along the urban corridor).
Figure 46: Barriers Faced in Getting Respite Care, by Caregiver County
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In the survey, 18 percent of caregivers took
the opportunity to describe other barriers
Respite is demanding and personal work with high
they face in accessing respite care. One of
turnover and non-competitive pay.
the most common reasons described is not
knowing about respite care services or
“A little hit or miss and trouble keeping a consistent
having enough knowledge about what
care provider, there is a lot of turnover. She needs to
respite care services can offer. Another
get used to people, and it’s hard for her to get used to
common problem is that care recipients
people helping her with sensitive activities…”
sometimes have too many intense needs
- Caregiver of child with complex needs
that are not typically covered by respite
care services providers, such as tube
feeding or bathing. Or because of those
intense needs, families are unable to utilize respite care services for long periods of time, making the
service unhelpful. Another issue is that it can be challenging to find space in a respite care service
program, if one even exists in a community. Caregivers indicated that they have difficulty getting their
care recipient into programs because of issues of discernment against certain types of disabilities, being
able to meet eligibility criteria (e.g., either requiring too much care or not enough), and programs that
do not have services for children. Finally, another barrier for some caregivers is that they do not feel
comfortable trusting strangers to take care of the care recipients or they are not interested in using
respite care services, so they do not ever access them.
Waiting lists for respite care services are another barrier for 24 percent of caregivers, as shown in Figure
47. Among those caregivers who identified as having a care recipient who was enrolled in a Medicaid
HCBS waiver, 29 percent reported having been on a wait list for respite care services, compared to 23
percent of those caregivers whose care recipient is not enrolled in a Medicaid HCBS waiver. Among
those caregivers who reported living on the Front Range Urban Corridor, 26 percent said they have been
on a waitlist for respite care services, compared to 16 percent of those caregivers who live elsewhere in
Colorado.
Figure 47. Percent of Caregivers who said they have been on a waitlist for respite care
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