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Family o °
ca re g ive r 'f are overwhelmed

Snapshot 39% iioandii Geela

61% have work impacts
due to caregiving

report 4 \
needing more /, \ 57% perform
information | | nursing tasks
or help on

\
cargiving O
topics

60% are female

60% employed ' _
full or part time O O

In the U.S., family caregivers provide an
estimated 36 billion hours of care — worth nearly
S600 billion — to their parents, spouses, partners,
and friends.

The total economic value of family caregiving

 is more than all out-of-pocket spending on U.S.
health care, and

» roughly three times the amount Medicaid
spent on long-term services and supports

Source: AARP Public Policy Institute



What do caregivers
most need or want?

Respite




DEFINITION

Respite. (noun). Planned or
emergency care provided to a child or
adult with a special need in order to
provide temporary relief to the family
caregiver of that child or adult

In-home  Day Centers Residential/Overnight



Lund, D. A., Utz, R., Caserta, M. S., & Wright, S. D. (2009). Examining what caregivers do during respite time to make respite
more effective. Journal of Applied Gerontology, 28(1), 109-131.




Research
Questions




| am not a caregiver.

| am just doing what families do.



The house is a wreck. | haven't had time
to clean. | don't want anyone coming over

until | clean.




Why do | get a break, when she has to stay
home? She will be mad at me for |eaving her | am embarrassed that he won't treat the staff

at home. very well. He can be pretty mean.




“I wasted my time watching television.”

“I wish I could have relaxed, but I had to help
others and make visits.”

“I would like to stay home alone and work on
projects that I never have time for.”



M

e M

(m hours) [ hours)
Mean StdDev| Mean  Std Dev
Respite Activiti
1. Time with family 3.0 (58 | 31 (6.2
k 2.4 (401 |
3. Rest and relaxation 20 (4.8) 13 (3.2)
4. Read or write 18 (2.5) 2.1 (4.4)
5. Help others 1.7 (3.3) 1.7 (3.5)
6. Watch TV 16 (3.5) 18 (4.0)
7. Sleep or nap 15 62) | 07 (1.6)
8. Cook 15 (2.2) 18 (2.2)
9. Eat 14 (1.9) 18 (1.8)
\ "
12. Hobby 09 (2.4) 05 (1.5)
13. Exercise 0.8 (2.0) 08 (2.0)
14. Personal or medical care 07 (1.3) 10 (1.6)
15. Listen to radio 0.6 (1.3) 06 (1.0) R _t T_ U
16. Religious activity 05 (1.3) 04 (1.1) -
17. Travel 05 (1.1) 06 (1.2) espl e Ime se
18. Recreation 04 (1.1 03 (1.0)
19. Attend support group 02 (0.7) 0.1 (0.4)







Intervention

Goal: to help caregivers maximize the benefit of respite
by focusing on their time-use
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“I made a greater effort to find fun thmgs to do and ACTUALLY got around to
domg them...lead to other fun things which I did and will do in ths

“It invigorated me. | am alive gpd+
I achieved my goals.”

* “I was unconeerotsly sliding into a resigned death of my own until | started this
study. This program really woke me up to the fact that | needn’t give up -
rather, that by setting goals, | can move forward and feel success even though
my circumstances have not changed. | feel like a new, happier person!”



BTLC

TIME FOR LIVING & CARING

A self-administered, technology-delivered
intervention to maximize benefit of respite

Funded by National Institute on Aging







] L L
Information & Education Virtual Coaching Resources & Referral
What is Respite? How do I use respite? How do I get more respite?

'0

Goal Setting, Goal Review
Calendar




Research Objective:
To assess the feasibility and usability of a self-administered,

technology-delivered intervention to improve caregiver’s
use of respite, and to improve their overall well-being and

ability to be a caregiver

TIME FOR LIVING & CARING



Evaluating the TLC App

e Randomized control trial (waitlist control) ’

« Sample of dementia caregivers (n=166) :

For more information about TLC study protocol:

For more information about recruitment:

Sparks, C., Hsu, A., Neller, S.A., Eaton, J., Thompson, A., Wong, B., lacob, E., Terrill, A.L., Caserta, M., Stark, L. and Utz, R.L., Caserta, M., lacob, E., Sparks, C., Stark, L., Terrill, A.,, Thompson, A. and Wong, B., 2023.

Utz, R.L., 2024. Comparison of recruitment methodologies for clinical trials: Results from the time for living and Maximizing the benefit of respite for dementia caregivers: A study protocol describing the development
& evaluation of the time for living & caring (TLC) intervention. OBM integrative and complimentary

caring (TLC) intervention study. Contemporary Clinical Trials, 140, p.107518.
medicine, 8(4).






Research Design & Results

TIME FOR LIVING & CARING



Method of TLC Study

« Randomized control trial (waitlist control)

« Sample of dementia caregivers (n=166)

« Used TLC app for 16 weeks
« Completed monthly surveys Py

(upon enrollment, and then @ 4, 8, 16, 20 weeks)
» Received cash compensation
* Provided with technology and wifi, if needed

For more information about recruitment: For more information about TLC study protocol:

Sparks, C., Hsu, A., Neller, S.A., Eaton, J., Thompson, A., Wong, B., lacob, E., Terrill, A.L., Caserta, M., Stark, L. and Utz, R.L., Caserta, M., lacob, E., Sparks, C,, Stark, L., Terrill, A.,, Thompson, A. and Wong, B., 2023.

Utz, R.L., 2024. Comparison of recruitment methodologies for clinical trials: Results from the time for living and Maximizing the benefit of respite for dementia caregivers: A study protocol describing the development

caring (TLC) intervention study. Contemporary Clinical Trials, 140, p.107518. & evaluation of the time for living & caring (TLC) intervention. OBM integrative and complimentary
medicine, 8(4).



ple P
g oted? of ursings wersity
agole? of Wealth yniver <ty of yea!
sgolled® iSnc'\a\'an Be\’\a\x\ma\&c\eme AY vers!
*Mt\tess m\’mvspom\ence 10t Reb&cca L.\)\:,Phﬂ. gomat
Bec'\e{\m\ ditor i\mandaN.Leggeﬁ, 0 ¢GSA
bsl\'act
Bac\tg\'o dsmd Ob'\ecf\ P\eapne‘deh d 2% oy mcavegw\ng, s e most eauees«ed wee of (:a(egwe( suppmﬂ\m
dCamg \T\,C\ \5av'f\ua\c acning 200" ha\\‘\e\p care wers sc\‘\edu\e and plat et cespit® t\me—useﬁ\'\e oh'\ec(wes of thie -ar\a\yeas are’
10 aesess\\’\e ety of ﬂ\eT\,C muver\(\o (e el s and n G give’ e\\/be'\r\g and vil o sty e vey iea\u‘es of the ntel s an,
Hoh nat e eV el mechams of acuol P
osedt! n an N\ethcd 5amp\ of erment el (s} 19% fem o, B Jo NNDW 8% HisP ic. a\refage ageﬁ’}:\w hoz M
d{:mned\m aone c\i\wmmewemonde\wew wemoﬁs \ewam\o eﬂ\cacv aseva\uaxedusmgp(elpos\—compausor\aoi res«p\teume A C, » A G
0 dosind mode\ that 3 o ec mexe(s assmc\a\ i e exp! sule 10 € cn s c'\i’\c;'m\ewem o oneny o bbstm a L Ulex '
Resu\t B nd delaye’ ent Sxepoﬂ ase (espite \,za\sa ey (cved o ity 1© \an 3y e, <t * an €
pen® it mt\wew esplt (\me—use yer e 16 week memem\on penod NBwee\L ne \mmec\\axe gmup gia not cnand® in amd nO’OgyctiVe tz, P, dl"a Lhar n
e \a»;ed grov W rsened \p e ooty pL week® he grod (e o jar 0 i a0 \;\eue ey v e 2 follow up (TL ~dej; N Us hD, . (3 s
et na ccess C. 0o .xpenenre an in pase andety samPCI:) isa!"’er,..d"’g ““ err’_” ark
a?"e‘uiofgo""' n;”ten:eg"w s g Phbs} S
mj nei C
R ey e Michae
proy, y‘l,;i: oy tib. I 2;@ n(tion d;app’-) fa con e/ C won
is ith COm ar n = : 4 'or C as, g
and cussiol::s'ght rmmd N eﬁaseilnelss?)P:o"*sAlzhe:;:,a’ P »
n : Q) ip Ul sed vi er,
Eﬁt PQ an ts. Ana Tty r W,
fi ¥ lnS'Ager theUal-‘ao
2 8 r Ses ¢ c nd
Sc i, Cachy,
10 re‘e:ea Percei "'Vey&“é.’ai for Iblng arl.ated: u
) an be si rsely te th 6 d se eme eval
live, " ty, efies o(.e el eks, lf'admnt’a Uateg
as asCwi,,;, OF ing, “ced""" ,-wh"Ch iniseg, i q:he "
ry reen;, ery, P ing Teasip,
e o e, ity
o T irdiig 3ge, e u
Pl .y Pleti s
", e Qe " o ity
: ’ . T
N or, the Ouy f
Os, With Omp es. ;, Ire a ag
e e, s i es, ndg e,
Whoeaerpw"l‘epNCh
e arj
T s N o Bas.
ay od, icie d P, d. g
n Nog rof; St A
of oy 1ci
di Qu ave . P en
e 0o P Cy
i [ Signj sal
. nif;,
a ([« ’
ane



Innovation in Aging, 2024, 8, igae043
httpsy//doi.org/10.1093/geroni/igae43

Advance access publication 26 April 2024 GERONTOLQG'CAL
Original Research Artic OXFORD
—— SOCIETY OF AMERICA®
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Abstract

Background and Objectives: Respite, defined as time away from caregiving, is the most requested type of caregiver support. Time for Living
and Caring (TLC) is a virtual coaching “app” that helps caregivers schedule and plan their respite time-use. The objectives of this analysis are: (1)
1o assess the efficacy of the TLC intervention on respite time-use and on caregiver well-being and {2} to identify the key features of the interven-
tion that serve as the likely mechanism of action.

Research Design and Methods: A sample of dementia caregivers (n = 163, 79% female, 84% White, 6% Hispanic, average age 62) were ran-
domized into one of two intervention delivery methods. Intervention efficacy was evaluated using pre/post-comparisons of respite time-use and
an additive “dosing” model that estimated unique parameters associated with the exposure 10 each specific intervention component,
Results: Both immediate and delayed-attention groups reported increased respite time. They also improved in their ability 10 plan and perceive
benefit from their respite time-use over the 16-week intervention period. At 8 weeks, the immediate group did not change in anxiety, whereas
the delayed group worsened (p < .001). At 16 weeks, the groups were similar in their anxiety levels. By the 20-week follow-up period, when

neither group had access 1o TLC, both experienced an increase in anxiety.

Outcome:
Caregiver Anxiety



Outcome measure

Period 1 Period 2

Pre

Post
Group 1
receives intervention : , / Both groups receive
effect /’ intervention
size - ’
: /
’

Group 2 : :
has no intervention




Interactive calendar allows caregivers to schedule respite

Timing of Exposure
to TLC Intervention,
by Study Group

Week 0 Week 8 Week 16 Week20

" ' D1+ D2 (D1+D2) + D3 (D1+D2+D3) + D4

TLC-Immediat

Calendar + Coaching continued access no access

(D1)+ D2
R el e Ss continued Calendar (D1+D2) + D5
Calendar only + addition of N0 access
Coaching

lacob, ... Utz. (2024).Time for Living and Caring: An Online Intervention for Dementia Caregivers’ Use of Respite. Innovations in Aging. Forthcoming.



Virtual Coaching

Weekly Respite Planning

Goal Setting- Goal Review

1. Schedule
2. Plan
3. Review

Experienced Time-Use

* Did you have respite this week?

* Did you do the activities you had
scheduled?

Evaluative Time-Use

* | had enough respite this week

* | am happy with how | spent my
respite time this week

* | am a better caregiver because of the
respite | had this week




Average Respite Quality by Week Hours of Respite Per Week

This score is calculated based on how you responded to your Weekly This graph shows the number of hours of respite you received each
Respite Review. The goal is to see an increase over time. week. The goal is to achieve consistent respite each week, increase
the amount of respite over time, and/or meet your respite goal (yellow

Complete Surveys line).

High Quality & I Hours of Respite

o000 © ® 74 ¢ 4
65 ®

- |
47
38 *
29

Low Quality - 2 ’ 1 2 ° 3
11 o
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Figure. Mean Predicted Anxiety Scores, plotted by time (in weeks). Each time point represents exposure to different
components (D=doses) of the TLC intervention

Access to TLC Intervention ‘
60 '
8 weeks 16 weeks
D1 -~ D1+D2 D1+D2+D5
0 g e —| TLC-Immediate
= - IS —
© - S e — | TLC-Delaved
b - ~ -,/
E 33 qh":.’_—__——/_“_*::n’
k3] D1+ D2 D1+ D2+ D3 D1+ D2+ D3 +D4
T
@
L=
o
T
@
IE
w50
c
(S
@
=
45
0 4 8 12 16 20

Weeks

lacob, ... Utz. (2024).Time for Living and Caring: An Online Intervention for Dementia Caregivers’ Use of Respite. Innovations in Aging. Forthcoming.



Interactive calendar allows caregivers to schedule respite
time each week. Respite is most effective when it is
regularly scheduled and consistent. [D1]

Coaching guides caregivers through a goal-setting and goal-
review process to identify respite time-use activities that
meet the caregiver’'s needs and desires for a break. [D2]

o B

Timing of Exposure

to TLC Intervention,

Week 8 Week 16

by Study Group

Weelk20

D1+ D2

Calendar + Coaching

(D1+D2) + D3

TLC-Immed ate

continued access

(D1+D2+D3) + D4

No access

(p1)+ D2

continued Calendar
+ addition of
Coaching

D1
TLC-Delayed
Calendar only

(D1+D2) + D5

Nno access

Virtual Coaching

lacob, ... Utz. (2024).Time for Living and Caring: An Online Intervention for Dementia Caregivers’ Use of Respite. Innovations in Aging. Forthcoming.
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Intervention for Caregivers: Age, Education, S Saga
and Computer Proficiency

Amber D. Thompson, MA'®, Catharine Sparks, MSc', Bob Wong,
PhD?, Eli lacob, PhD?, Alexandra L. Terrill, PhD?, Michael Caserta,
PhD?, and Rebecca L. Utz, PhD'

Abstract

Objectives: Using “digital inequality” as a conceptual framework, this study evaluates the feasibility and usability of a tech-
nology-delivered intervention (an “app”) for Alzheimer's and related dementia family caregivers. Time for Living and Caring
(TLC) is an on-line intervention that provides virtual coaching and self-administered education and resources. Methods: A
sample of family caregivers (n = 163) used the tool for 16 weeks, which included completing the Computer Proficiency
Questionnaire (CPQ-12) atbaseline. Analyses investigate the relationship between age, CPQ scores, intervention use, appraisal,
and caregiver outcomes. Results: Age was inversely associated with CPQ; however, CPQ scores did not have a significant
relationship with participant’s self-perceived benefits or intervention appraisal. Computer Proficiency Questionnaire scores
provided insight regarding research feasibility, with lower scores associated with greater odds of discontinuing engagement.
Discussion: CPQ-12 scores can be used as a screening tool to identify those who may need additional support to engage with
and benefit from technology-delivered interventions.




Computer Proficiency Questionnaire
or CPQ

standardized assessment tool (12 items), measuring proficiency with computers, printing,
communication, internet, calendaring software, and multimedia.

( O Never Tried (1)
Not at all (2)
g J Not very easily (3)

e,  SOomewhat easily (4)
Very Easily (5)

It has been used to help identify subgroups and areas to focus technology-related training and support (Boot et al., 2015). Age is
among the strongest predictors of CPQ scores (Boot, et al., 2015), with older adult typically scoring significantly lower on CPQ

than younger persons.



Yes, age is associated with CPQ.

{E} SCATTER PLOT OF RESPONDENT'S CPG-12 SCORE ANMD AGE {b} BOX PLOT OF CPGQ-12 SCORE BY AGE
B o
a0
ﬂ _ -
E -
-
o
L&
o
=
| S |
100 o N [V
Lir)
B uUnder 65 Years [ ] 65-T4 Years
[ 75+ Years
Source: TLE, W = 1&3 Sounce TLG, H=83 (Undar 65 Yoars) fi=d1 (8314 Yoans) M=25 (&= Yoams)

Figure |. Computer proficiency by age: Scatter (a) and box (b) plots.



Neither Age nor Computer Proficiency was
associated with:

- Number of log-ins

- Time spent on app

- Overall assessment of intervention benefit

*Very low Computer Proficiency was associated with attrition (rare in this sample), and possible
greater request for hands-on personal assistance/orientation.






If you need help with this website or want to talk to someone about your respite needs, contact us. One of our coaches will get back to you
within 48 hours - by phone, email, or text (whichever you prefer).

(11

Phone o

.
—
==
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Caregivers may need an orientation
as they initiate respite

1. Caregivers need and
deserve a break

2. Respite planning helps
caregivers maximize the
of respite time



Are you a family caregiver?

The Time for Living a Caring (TLC) research
team has developed an online tool to
help caregivers track and plan
their respite.

Visit the TLC website or scan the
QR code to
learn more

and to

access the

¢ free tool.

www. tlc-respite.com




ﬁ Home Resources Research Login/Sign up ‘
—
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testimonials

Here are three resources that may help
you take a break:

Create a detailed information sheet to leave with your respite provider. This may help you build trust and faith that the respite
provider knows how to take care of your loved-one while you are away.

Caregivers often feel like they don't have time to take a break. They may feel like they are too busy. They may feel like they can't
afford to take a break. Try this short guided meditation to help reset and overcome these types of feelings.

B 0:00/7:58 - o)

Mote to Self. Journaling can benefit you in many ways. Some of these include organizing your thoughts, setting and achieving
goals, and relieving stress. Plus, it is free, fast and portable.

Here are some prompts to get you started on your own journaling journey:

Celebrate your wins! What wins did you experience this week?
What kind of day are you having, and why?

Break up your goals into to-do lists.

Dear past/future me...

Let it go! What are you holding on to that is causing you stress?
People | have helped or who have helped me.

apps & web resources



Where can | find respite care services?

Family V4P
2®-W Careqgiver | m ARCH

National Respite Network
Alliance" Notional espite Network

E CENTE

Family Care Navigator from ARCH National Respite Network -
Family Caregiver Alliance Respite Locator
Learn more — Learn more —

How do | increase opportunities for
informal respite care?

. ATLAS OF CARE MRP@

Draw a Care Map to see who in Call a Family Meeting to discuss
your family or friend network how others may help you provide
might be able to help you. care and take a break.

Learn more — Learn more —

m ARCH

National Respite Network
AND RESOURCE CENTER

State Respite Coalition &
Lifespan Respite Grantee
Contacts

Learn more —
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Sign in or create your account

Continue with

G Google
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