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EXpECted journey
tarts with diagnosis
OfParkinson’s
[Elpryeulfind a way
sthrough maze of road
signs, turns, smooth
& bumpy rides, side
trips & sudden
detours

.' -

telrelnle jorney requré Bllanning, maps,
JuhERnaIsupplies, preparing for trip

=— Attend lectures (like today)
— Go to MD visits with loved one
— Ask guestions (write down before)
— Info in libraries, internet, PD organizations




— What you can & can’t do yourself
— What outside support needed

— Financial issues: health insurance,
employment, paying bills, power of attorney

——

—

1inNg: Have;a FamilyaVeeting

~ — _ Meet in person, but phone conference ok
= Include person with PD? Good if possible




-

Aing:-Family-Meeting

SIpsifior algood meeting:
T__an aliead, prepare, give alternate dates
=Witten agenda
_ “Facilitator: trusted clergy, social worker
=  — Describe caregiving situation clearly
— Allow time for absorbing what’s been said

— Get feed back but some may be in denial,
nervous or defensive

——

Wing: Family: Meetingy(€ont.)™

= meeting will be
- ® Agree to stay in touch
® End with shared meal you didn’t prepare




—

lntaln mental & physical health
& \ake & keep medical & dental appointments

= Keep your job whenever possible
- ®-Join a Support Group for Caregivers

* Suzanne Mintz, President, Co-founder NFCA

——

—

: ~e “Keep (or develop) sense of humor




neolrages independence
itloved one

Gives you more confidence
—Inereases your creativity

— Helps you get those
needed breaks

arerreceiver doesn't want help

=T Finding help can be hard for emotional,
— financial, & geographic reasons




2 lng fior helpiis sign of strength, not

Weakness

 ® Organize list into categories
— Caregiver needs & how people can help
— Decide what to let go & what to keep

sciegIVing liasks Example

~ |Keep house clean “Maid brigade”
Keep food in house |Grocery shopping per week

House maintenance |Handyman, kid to mow
lawn




iaeWithrsomething small' & specific
BPickeUip ix at drug store
ets easier with practice & your task list
PAccept offers of help
~—"Call me if you need me,” Say Yes!
— People really want to help

® Realize sometime you maybe disappointed

——

jere to getihelp: Respurces ™

_fihurches, synagogues, senior centers, adult
: _'day health, Meals on Wheels, door-to-door

" Fee based: In-home care (helps with cooking,
bathing, dressing, meal prep, etc.)

— Social Worker from health plan or hospital
(VA) can connect you




National Parkinson’s Association
= WWW:Parkinson.org
- 8 Michael J. Fox Foundation
— www.michaeljfox.org
e Fach website gives more sources & other websites

—

° Resplte caré

— Temporary care in nursing
home—day or week at time
— VA provides 6 weeks/year at

no cost at SFVA or Menlo
Park

— You both get needed break




ey, gets Bumpy--Advancedl
Palanson’s Caregiving (cont.)

MeCHEIOUT Off iome
=0fien difficult decision
=6t 2l failure of caregiver
=Realization that care required is beyond what
= caregiver can provide
— Caregiver remains caregiver but level & type
changes

— Caregiver becomes patient advocate &
overseer of care provided

e ‘_g&éts Bumpy--Advanceds
Palkinson’s Carediving (cont.)

SNOILIONS fior care out of home
é__ontinuing Care Retirement Community.
'iCovers all levels of care but expensive
ssisted Living Facilities
~— Board & Care--usually small, more personal
= Nursing homes (custodial care)

— Hospice Care—VA provides at no cost, other
health care groups also provide (Kaiser)




——

-

of the Journey--Recap -

= ) -fmportant traveling companions—for help
you need, how & where to get it

e Options when road gets bumpy & PD
advances—out of home care

——




