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Love story...
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Signs & Symptoms: My Husband

“Just wear your tie!”

Changes in
behavior and . e
personality lead to “Is Mike mad at me?
difficulties in daily
functioning, .
relationships and 117 hours is not enough

communication

The challenge of “rice” and “avocado”
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8 Misdiagnoses

Mike saw two primary care physicians, three counselors,
two psychiatrists, and one neurologist in a span of
6 months.

He stayed overnight at the hospital and spent a week in a
secure psychiatric unit.

He had many tests.

Diagnosis: Behavioral Variant Frontotemporal Dementia

‘

Signs & Symptoms:
My Dad

Lost at Home
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Consequences of Care

| @ | The move to full time caregiving meant leaving
work entirely, with no predetermined return date

/\ Unable to make payments, | lost our home to

0 foreclosure, spent our retirement savings and
benefitted from public support to make ends
meet

Y Leaving work and losing my home meant

losing connections and relationships | had
built over the past 5 years
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¢ MARS, 2023

New Report Highlights
Increasing Cost of Family
Caregiving in the U.S.

Latest data attaches $600B value to the estimated 36

billion hou i : !
3054 rs of unpaid care that family caregivers provided

The Quiet Cost of
Family Caregiving
Many employees reduce their hours or stop working to

help ailing family members. But it may be years before
they fully return to the work force, studies indicate.
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Estate Planning: Wills,
Trusts & Decision-Makers

Social Security
Administration

Crisis
Response

Financial Protections ond
Planning

Court Dates for
Guardianship

<1

State Board of Retirement
/ Pension System

ong Term Care Insurance

Finances

Consurmer Debt & ‘

l Medicare }
Private Health Insurance

Medicaid ™ Health
EF > In

‘ Veteran Administration‘ E

Scans, screenings, tests
and lab work

Student Loans

Adult Day Health Program

o

Care

CAREGIVER
MIND

Companion Care and

Coverage
Home Health Aides

surance

Memory Care &
Skilled Nursing Placement

Yard work, snow plowing, ‘

pest management

Weekly therapies, quarterly
and annual follow ups

Cardiologist, Chiropractor,

Dermatologist, Dentist, Eye Doc‘t%/

Household
Managemen

Annual maintenance,
repairs and modifications

“Medical Care

Gastroenterologist, Achalasia
Specialist, Geriatric Psychiatrist,
Neurologist, Neuropsychologist,

Neurosurgeon, OT/PT/SLP, Palliative
Clinicians, Sleep Specialist, Urologist
Mental Health Provider

Education

Association for &qu ndry, cleaning, cooking
Frontotemporal Degeneration

Alzheimer's Association

—=
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One Diagnosis: Two Patients

Symptoms of caregiver stress: T Depression
Symptom may include changes in

appetite, weight or both; feeling blue, Anxiety
hopeless, irritable, or helpless;
withdrawal from friends and family; Substance Abuse

changes in sleep patterns; getting sick
more often; feelings of wanting to hurt
yourself or the person for whom you are
caring; loss of interest in activities
previously enjoyed; emotional and
physical exhaustion; and irritability.

Heart Disease

Chronic Diseases

Mortality

- - 5 — —
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* RARE DISEASE DAY 2018
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Just because dementia has come into your
life doesn’t mean that joy has to go out.

14



* 7 A Night With
the Arts for
FTD

Benefiting
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N

A Night Witk
the Arts for
FID
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