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Disclosures

Relevant financial relationships

- Salaried part time employee of Presbyterian Healthcare Services

Relevant non-financial relationships

- Frequent caregiver contact in professional and private life
- | am a caregiver



Objectives

Recognize demographics of caregivers

Describe care recipient needs and caregiving activities

Explain how caregiving affects caregiver stress, strain, and health
Develop resources for caregivers

Queen Latifah caregiver
to her mom Rita Owens
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https://abcnews.go.com/Entertainment/Culture/queen-latifahs-mother-rita-owens-died/story ?id=53930922
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Figure 3. Motivations Behind Taking Care of a Patient 4

Vu M, Mangal R, Stead T, Lopez-Ortiz C, Ganti L. Impact of Alzheimer’s Disease on Caregivers in the United States. Health Psychology Research. 2022;10(3).



Duration of care

Less than 6 months 25%4

6 months to less than 1 year 18%

1to 4 years - 27%
| ~
5 to 9 years 15%"

o 29% in 2020
(vs. 24% in 2015)

10 years or more 14%

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.




Hours of care provided

-~
Less than 1 hour
_ 68%
0-20 hours
9-20 hours »
21-40 hours
41+ hours 21+ hours

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.
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Informal caregiving may be
unpaid, however, the value of
services provided by caregivers
were worth $470 billion in 2013.
At the value of $470 billion in
2013, this value exceeded paid
home care and Medicaid
spending, while almost

matching the value of Walmart
($477 billion in 2013).

[National Alliance for Caregiving and AARP. (2015). Caregiving
inthe U.S.]



In-Home Care Costs>

$60,000

$56,000 |

$52,000

$48,000

$44,000

$40,000 |

$36,000

$38,095

2004

$43,472

2008

2012

2016

$61,776
p

@ Homemaker Services
() Home Health Aide

2020

$27.00

National hourly cost for a Home Health
Aide in 2021¢

The median yearly cost of in-home care in the
United States in 2021 was $61,776 for a Home
Health Aide and $59,488 for Homemaker services.
The hourly rate for a Home Health Aide ranged
from $19 in West Virginia to $36 in Minnesota.

https://www.genworth.com/aging-and-vou/finances/cost-of-care/cost-of-care-trends-and-insights.html



Assisted Living Facility Costs®

$55,000

$50,000

$45,000

$40,000

$35,000

$30,000

$25,000

$28,800

2004

$36,090

2008

$39,600

2012

$45,536

2016

$54,000

$51,600

2020

$54,000

Annual National Median cost for Assisted
Living Facility care services in 20213

The median yearly cost of care in an Assisted
Living Facility in the United States in 2021 was
$54,000. The monthly rate for assisted living
facility care ranged from $3,000 in Missouri to
$6,978 in the District of Columbia.

https://www.genworth.com/aging-and-vou/finances/cost-of-care/cost-of-care-trends-and-insights.html



Monthly Median Costs: New Mexico - State® (2021 vs. 2024)

In-Home Care © Community and Assisted Living ©
Homemaker Services' $2,512 Adult Day Health Care? $1,993
2024" Cost $2,745 2024" Cost $2,178
Home Health Aide’ $2,537 Assisted Living Facility? $4,498
2024" Cost $2,772 2024" Cost $4 915
© Change weekly In-Home Care hours

The number of hours needed for in-home care can vary based on need. For example: 20 hours = 4 hours of care/5 days a week

T—— b ¢ . (7-168) — 40 hours = 8 hours of care/5 days a week
nter the number of wee ours (7-
y CALCULALE 168 hours = 24 hours of care/7 days a week

Reset hours
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https://www.genworth.com/aging-and-vou/finances/cost-of-care.html



Caregiver Demographics

Marcia Gay Harden caregiver to her mom Beverly Bushfield Harden

https://www.closerweekly.com/posts/marcia-gay-harden-recalls-her-last-thanksgiving-with-mom-beverly/
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Prevalence of Caregiving by Age of Care Recipient,
2020 Compared to 2015

Estimated Estimated
Number of Number of
U.S. Adults U.S. Adults

2020 Who Are Who Are
Prevalence Caregivers Caregivers
Overall 21.3%* 53.0 million 43.5 million
Caregivers of recipients ages 0-17 5.7%* 14.1 million 10.2 million
Caregivers of recipients ages 18+ 19.2%* 47.9 million 39.8 million
Caregivers of recipients ages 18-49 2.5% 6.1 million 5.6 million
Caregivers of recipients ages 50+ 16.8%* 41.8 million 34.2 million

* Significantly higher than in 2015.

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Diversity

Other 3%

Asian American and Pacific Islander 5%

white 61%

Hispanic 17%

\

Black/African American 14%

L\

9% of family caregivers identify as LGBTQ

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.
Valuing the Invaluable: 2023 Update Strengthening Supports for Family Caregivers. Washington, DC: AARP Public Policy Institute. March 2023.
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Yes

Caregiver Age

Average Caregiver Age aﬁ ?

49.4

Nok

35% o

24% 23%
12%

18-34 35-49 50-64 65-74

7%

14

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Youth caregivers

age 16-18

15

https://thearcofmass.org/post/leos-letter-same-same-but-different-a-spotlight-on-siblings-as-caregivers-and-advocates/



Employment

i

Average hours
worked per week

35.7 hours

Yes

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.

Less than 30

30 to 39

16



Characteristics of Caregivers and the Caregiving Situation
Figure 1: Adults aged 45 years or older who reported being a caregiver to a friend or family member
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Caregiving for Family and Friends — A Public Health Issue. https://www.cdc.gov/aging/caregiving/pdf/caregiver-brief-508.pdf
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Care recipient needs
Michael J. Fox and his family

L%
https://www.cbc.ca/player/play/2211273795906




Care recipient age

Up from Down from
5% in 2015 9% in 2015

0
8% 6%
18-34 35-49

Average Care Recipient Age

68.9

46%

20% 20%

50-64 65-74 75+

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.
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Number of care recipients

. .
19% - T 15%

24% care for < >  18% care for

multiple people 5% I Three+ 39, multiple people

20

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Types of Care Recipient Conditions

2020 30%Y
Short-term physical condition 0k

Number of reported Long-term physical condition
conditions is up

279
1.77 Emotional or mental health issue - at

1.5

0
Memory problems 2 ol

%

=

Behavioral issues

Developmental or intellectual &L
disorder

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.

63%1

21



Care Recipient Main Problem or lliness

“Old age” ® 16%
Mobility issues ® 12%
Alzheimer’s, dementia @ 1%

Surgery, wounds =) 6%
Cancer =@ 6%
Mental/Emotional illness =@ 5%
Back problems =@ 5%
Stroke =@ 5%
Diabetes =@ 4%
Heart disease =@ 4%
Feeble/Falling =@ 4%
Broken bones =@ 3%
Breathing issues =@ 3%
Blindness, vision loss, can’t see well ———@ 3%

Arthritis @ 1%!

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Level of Care Index

40%
high intensity

27% 27%

m [ ow intensity - 1 m2 3 m4 ®m High intensity - 5

Medium High
Intensity Intensity Intensity
(n = 595) (n = 231) (n = 559)
Hours of care per week 5.4 9.7 48.9
Number of ADLs out of six total 0.2 2.2 3.0
Number of IADLs out of seven total 3.5% 4.3 D"

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.
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Help with Instrumental Activities of Daily Living

> Any 1ADL
o 4.4 v
- i p from
93 /o Housework 76%1 72% in 2015
2+ IADLs :
Managing finances 58%1" gz‘y:r::mzms

Giving medicines, pills, or injections 50%

Arranging outside services 35%

24

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Help with Activities of Daily Living

~~»  Any ADL
- Getting in and out

MEAN 1.7 - of beds and chairs

None Getting dressed

Getting to and
from the toilet

Bathing or
showering

Feeding

Dealing with
incontinence

41%

31%

Down from

ZX AN 279% in 2015

27%

26%

18%

25

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Help with other key activities, medical & nursing tasks

Monitoring the severity of their Ub from
condition so that you can/could 71%"1 53% in 2015
adjust care accordingly

Communicating with health
care professionals

Not sure (2%)

Advocating with providers,
services, agencies

Up from
50% in 2015

56%1T

No

26

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Ease of coordinating care

m Very difficult m Somewhat difficult ® Somewhat easy mVery easy

2020 ¥ 24%"7

2015 5% 18% 46% 31%




Time spent managing care recipient finances

30% time consuming
A

4 N\

17%

1 - Not at 2 3 4 5 - Very
all time time
consuming consuming

28

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



“Do you help...”
[IF YES] Does anyone else help with that too?

Others
(n=213 caregivers) Percent Yes Help Too (n)
Keep [Name] company | |96%  93% (205)
[Name] with household chores | | 85% 90% (181)
[Name] with grocery shopping | | 65% 87% (138)
Prepare meals for [Name] | |63% 85% (135)
[Name] get in and out of beds or chairs _ 42% 85% (89)
[Name] get around the neighborhood/city :I 35% 91% (74)
[Name] take medicine or pills or shots :l 30% 83% (64)
Feed [Name] I 27% 86% (57)
[Name] get dressed B 19% 78% (40)
[Name] talk with doctors or nurses : 17% 78% 37
[Name] with paperwork or paying bills |:| 17% 76% (25)
Call or arrange for someone else to come in ,,
tohelp [Name] [ ]15% 1 91% (22)
[Name] use the bathroom or diapers - 8% 88% (16)
[Name] bathe or shower - 8% 88% (16)

Hunt, Gail Gibson, Carol Levine, and Linda Naiditch. Young caregivers in the US: Findings from a national survey. National Alliance for Caregiving, in
~AallabkhAaratinam with initad HAaenital ErinAd 92ONNER



New Mexico Care Receiver Demographics

Care Receivers NM S
= 9% Population 18-64 years 14.1 10.7
w/Disability
= % Population 65+ w/Disability 36.7 32.6
% 65+ with
= Hearing Difficulty 17.2 13.3
* Vision Loss 7.7 6
*  Ambulatory 22.4 20.5
= Self-Care 18 7.1
= Cognitive 9.5 7.8
» Independent Living Difficulty 14.3 13.2

State Profile: New Mexico. https://www.caregiver.org/uploads/2023/08/New-Mexico-2023-1-1.pdf
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Caregiving Burden

IDON'T KNOW

HOWYOU _

¥ Pl
o : S
f RENE st iel

Emma Heming Willis caregiver to husband Bruce Willis

31

https://www.yourtango.com/entertainment/emma-heming-willis-struggling-caregiver-husband-bruce-willis



It took me a whole year to openly say
‘| am a caregiver.” It wasn't an easy
step. But | like to think it was one of

the best decisions | took. | am a
lawyer, but | am also a caregiver.

32
https://docket.acc.com/15-lessons-learned-caregiver-lawyer-during-pandemic



Choice in taking on caregiver role

Felt they did not
have a choice

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.

Felt they did
have a choice

33



Use of paid help

lle

No

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.

Yes

34



Combination of paid and unpaid help

Has unpaid help Has paid help Has both
only only

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.

No other help

35



Health Status of Caregivers: Unhealthy Days and Insufficient Sleep

Figure 3: Caregivers aged 45 years or older who reported frequent mental distress
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Caregiving for Family and Friends — A Public Health Issue. https://www.cdc.gov/aging/caregiving/pdf/caregiver-brief-508.pdf
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Health Status of Adult Caregivers: Prevalence of
Chronic Diseases and Disability Status
Figure 4: Caregivers aged 45 years or older who reported having 2 or more chronic diseases
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Caregiving for Family and Friends — A Public Health Issue. https://www.cdc.gov/aging/caregiving/pdf/caregiver-brief-508.pdf



Caregiver self-rated health

Excellent BRIV

Very good 31%
Good 38%
\
Fair ke 21% in 2020
> fair/poor
-/

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.
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Difficulty caring for own health

23% agree

19% 4%

m 1-Strongly disagree ®m 2-Disagree = 3-Neither m4-Agree m5-Strongly agree

39

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Physical strain of caregiving

MEAN 2.4

17%
physical
strain

1% 7%

m1-Notastrainatall m2 3

m4 m5-Very much a strain

40

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Emotional stress of caregiving

4

36% high
emotional stress

MEAN 3.0

16% 20% 19%1 18%

m 1-Not at all stressful 2 3 m4 m 5-stressful

41

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Feeling alone

21% feel
| alone

16% 5%

m 1-Strongly disagree m2-Disagree = 3-Neither m4-Agree m 5-Strongly agree

42

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Respite services

38%1

14%

Used respite Would be helpful
services to have respite
services available

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.

43



Financial strain of caregiving

MEAN 2.2

financial
strain

12% 7%

m 1-No strain at all

m2 3 4 m 5-Very much a strain

44

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Top financial impacts of caregiving

% Yes

Any of these

2+ financial impacts

...................... Stoppedsavmg

Took on more debt

Used up your personal short-term savings

Left your bills unpaid/paid them late

Borrowed money from family or friends

45

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Work impacts as a result of caregiving
% Yes

Go in late, leave early, take time off @® 53%

Went from working full to part-
time/reduce work hours —® 15%

Leave of absence =@ 14%

Receive warning about "
performance/attendance —® 8%

Turn down promotion —@ 7%
Give up working entirely —@ 6%
Retired early =@ 5%

Lose job benefits =@ 4%

None of these = m———————) 39%,

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.
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Reasons caregivers stopped working

Needed more time to care 49%

Job did not allow flexible work hours 15%
Could not afford paid help . 13%
Job did not allow time off with pay . 12%
Retired . 12%

Other . 14%

47

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.



Future of caregiving

https://www.healthline.com/health/alzheimers/alzheimers-patient-not-eating



Percentage of older adults who provided care for someone with dementia or other cognitive
impairment within the past month
View by: Age Group; Overall - Overall

z-ii "'

2017 2021

N W W b
o O u»v O

Percentage (%)
BN
a O

[EEN
o

Age Group

I Overall
I 50-64 years
I 65 years or older

CDC Alzheimer's Disease and Healthy Aging Data https://nccd.cdc.gov/aging_data/
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Caregiver Training and Information Needs

Keeping recipient safe at home _ 26%
Managing emotional/physical stress _ 26%
Managing recipient’s paperwork/eligibility for 259
services* 0
Activities you can do with recipient* - 20%
®
Making end-of-life decisions 13%
Managing your own personal finances* 13%
Choosing a home care agency, assisted living 13%
facility, or nursing home* 4
Using technology to care for recipient* 12%
Managing recipient’s challenging behaviors 11%
Finding non-English language materials I
Other l 2%
None 38%

*New in 2020
AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.
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Sources of Help or Information used by Caregivers

Got any kind of help

Doctor/Health care professional

Friends or family

)
S
X

Local hospital or other care facility

Government agencies or
organizations

-
©
X

Online or social media

—_
<
X

Organization or nonprofit for aging,

0,
caregiving, or specific condition 14%

Never got help or information 20%

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.
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Conversations with healthcare providers

29%

13%

Had a doctor, nurse, or social Had a doctor, nurse or social
worker ask you about what worker ask about what you
you need/needed to help need/needed to help care

care for yourself for your care recipient

AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC: AARP. May 2020.
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Resources for Caregivers

There are only four kinds of people in the world.
Those who have been caregivers.
Those who are currently caregivers.
Those who will be caregivers, and
those who will need a caregiver.

- Rosalynn Carter

53



What can | do as a PCP? Patient care

Early discussion of future planning for medical, financial, and legal POA

Early detection and diagnosis of caregiving needs
Ask about ADLs
Ask about IADLs
Perform a baseline cognitive screen, repeat as needed
Fill out a MOST form with your patient

Learn how to do a decisional capacity assessment

54



What can | do as a PCP? Caregiver care

Make sure you're providing physical mental health support to caregivers

Allow of more care modalities (televisits, home visits)
If possible provide social work or community health worker support to caregivers
Paperwork!!!

- FMLA paperwork

- Medicare waiver

- ALF admissions

If placement is needed, know the difference between and price range of
unskilled home care, ALF, SNF, memory care

Make plans for what happens if primary caregiver is sick/hospitalized 55



“Still the gold standard.”—Lisa Genova, author of Still Alice

Printed resources

e Advocacy &
Services for
LGBTElders

We refuse to be invisible

Caregiving in the
LGBT Community

A Family Guide to
Caring for People Who Have

Alzheimer Disease,
Other Dementias,

and Memory Loss
A Guide to Engaging

and Supporting LGBT

Caregivers through

Programming




Online resources

Caregiver.org Family Caregiver Alliance

Alz.org NM Chapter - Calendar of activities in-person & virtual posted Jan-Mar
caregiveraction.org Caregiver Action Network

aging.nm.gov New Mexico Aging & Long-Term Services Department
aarp.org/caregiving/ AARP Caregiving section

www.sageusa.org SAGE: Advocacy & Services for LGBTQ+ elders

Aacy.org American Association of Caregiving Youth (Florida based)

Links to other websites for youth caring for persons with ALS, cancer, early-onset

dementia or veteran/wounded warrior

www.csusm.edu/youthcaregivers/ info for children as young as 4, can also be
used by adults 57



Videos

Family Caregiver Alliance Caregiver College Video Series (8)

UCLA Alzheimer's and Dementia Care Videos (15) Caregiver Training

Teepa Snow Positive Approach to Care

- Dementia Care Partner Talk Show (podcast)

Dementia Careblazers (also a podcast)




November is

NATIONAL
FAMILY CAREGIVERS
MONTH
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