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Summer Caregiver Groups

The Caregivers’ Resource
Center facilitates the
following groups. Call 274- .
5492 for details. '

Caring for Aging Parents

Open to those caring for parents or other

elderly relatives or friends.

Meets on the '8 Wednesday each month:
(June 16, no July meeting, Aug 18)

7:00 — 8:30 PM at Lifelong, 119 W. Court St.

Sponsored in cooperation with Lifelong

Alzheimer’s & Other Dementia
Caregiver Support Group

Open to those caring for loved ones with
Alzheimer’s or other cognitive impairments
Upcoming monthly meetings:

(June 22, July 27, Aug 24)
1:00 - 2:30 PM in the Office for the Aging
Conference Room (320 N. Tioga St., Ithaca)

Parkinson’s Support Group

Open to Parkinsonians and their Care Partners.

Meets Quarterly: Next Meeting: July 21
2:00 PM - 3:30 PM at Cooperative
Extension, 615 Willow Ave., Ithaca

Sponsored in cooperation with Cornell

Cooperative Extension of Tompkins County,

Evening Alzheimer’s Group

In addition to the daytime group (above),
people caring for loved ones with Alzheimer’'s or

related disorders can also attend a group that

meets at 5:30 PM on the' Wednesday of each
month (June 2, July 7, August 4). It meets at
Lifelong, 119 W. Court St.. For information, call
the Alzheimer’s Association at 330-1647.

Local Caregiver Services

Caregivers’ Resource Center &
Project CARE Services

Tompkins County Office for the Aging
David Stoyell, Katrina Schickel, and Marilyn

The Caregivers’ . ;
Resource  Conter Resource Centel

Alzheimer’'s Support Unibffers family caregivers
information and consultation services, support
groups, workshops, this newsletter, and a lending
library of books and videos on caregiving topics.
Stop by or call for an appointment.

Volunteers fromProject CAREgive caregivers a
needed break and help out in other ways as
needed. We may also be able to arrange for paid
home care services or short-term respite for
stressed caregivers who are having difficulty
paying for those services. Call Trina to discuss
your needs.

In-Home Counseling & Respite Service

Family and Children’s Service
Jessica Gosa (273-7495)

A caregiver counselor will visit
family caregivers and help them work
through complex caregiving issues or
for emotional support. This program
also offers grant-funded weekly respite service to
give caregivers a needed break for two/three hours
per week.

Adult Day Program

Longview Adult Day Community
Tuesdays, Wednesdays, Thursd&/sm-3 pm
Marilyn Strassberg (375-6320)

Adult day programs offer older
adults companionship along wit
planned social and recreationa
activities. It often provides a brea
from caregiving and time for other matters.
Includes lunch and snacks. Possible partial
scholarship for low-income applicants.



Health Care Reform Law and Family Caregivers

he Health Care Reform legislation passed

in March contains several provisions that

will impact the largest group of health
care providers—unpaid family caregivers:

Leaving Employment to do Family
Caregiving. Family caregivers have often faced
the difficult choice of whether to stay employed
and hire help for loved ones, or to leave their jobs
and care for them full
time. This decision was
made more difficult if _
they risked losing their
health  insurance by
leaving employment. The
new law, starting in 2014,
will provide new health
coverage options, and
subsidies to pay for them,
so that family caregivers have one less thing to
worry about when faced with that difficult
choice. Starting later this year, the law also
creates alemporary Early Retirement Program
that employers can choose to participate in to
help cover early retirees. This should help some
pre-Medicare retirees afford health coverage.
This temporary reinsurance program will end in
2014 when the new health coverage options and
subsidies become available.

Background Checks. The reform legislation
will establish a nationwide system to run
background checks and screens at state levels for
employers of long term care facilities and other
providers.

Hospital Transitions. The legislation creates a
Medicare pilot program that will help patients
and their caregivers negotiate the transition from
a hospital stay to their homes or other care
settings.

Geriatic Education Centers (GEC'’s). New

funding is provided for GEC’s to support training
in geriatrics, chronic care management, and long-
term care. This training is directed toward
faculty in a broad array of health profession

schools, as well as to direct care workers and
family caregivers. In addition to health
professions training, the law mandates that these
federally funded GEC's offer at least one of two
other required trainings; one of these would be
courses offered to each year to family caregivers
who support frail older adults and individuals
with disabilities (at no charge or nominal cost and
in collaboration with appropriate community
partners).

Other Provisions Affecting Seniors

Possible Changes in Medicare Advantage
Plans. The new legislation will require private
companies who offer Medicare Advantage
alternatives to traditional Medicare to spend at
least 85% of their revenue on patient care. It
also will freeze Medicare payments to Medicare
Advantage plans in 2011 and then gradually bring
future payments in line with the cost of the
original Medicare program. This may impact the
premiums charged and extra benefits sometimes
offered under these plans. So seniors, and family
caregivers assisting them, will need to review
plans carefully at renewal time.

Shrinking the Donut Hole.  According to
reports, money saved from adjusting Medicare
Advantage payments will be used to offset the
costs of shrinking and eventually eliminating the
dreaded “donut hole” in the Medicare
Prescription Drug program. Seniors who reach
the donut hole will receive a $250 rebate in 2010
Watch out for scammetsMedicare recipients
don’'t need to do anything to get the rebate. It
will be automatically sent when they reach the
donut hole.If someone calls claiming they can
“sign you up for the rebate,” it will be a scammer.
Do not give them any personal information.

Starting in 2011, drug companies will offer a
50% discount on brand name medicines that are
purchased in the donut hole. The donut hole will
be gradually phased out completely by 2020.



Community Alternatives to Institutional Care

for Medicaid recipients. Currently, the
Medicaid program in many states favors
institutional—rather than home and community-
based care. Theéommunity First Choice Option
in the reform legislation will help more states to
provide self-directed home and community based
aide service and other supports for Medicaid
recipients as amlternative to institutional care.
(NY State and Tompkins County have had a
Medicaid consumer-directed personal care
assistance program for several years now.)

The Health Care Reform

Law also: -
Prohibits  lifetime J ot [ |
benefits caps on = bl t ) S

health insurance. R

Eliminates pre-existing condition
exclusions for children this year (which may
benefit some “sandwich generation” folks
caring for both their children and parents.)
Starting in 2014, insurance companies cannot
deny coverage for preexisting conditions.

Prohibits rescissions a procedure where
insurance companies retroactively cancel
coverage—which will benefit some caregivers
who are not yet eligible for Medicare.

Authorizes grants to enhance long-term
care staffing to pay for training, recruitment
and incentives for individuals seeking or
maintaining employment in long term care,
either in a facility or a community based long-
term care entity. Also, the legislation provides
training to workers who care for residents
with dementia and to prevent abuse.

The CLASS Act

Finally, the CLASS Act

provisions of the new legislation

establish a voluntary federal long
insurance program that has the

term care
potential to provide the biggest benefit of all to
the frail elderly and their caregivers—if enough
people sign on to it during their working years to

make the program sustainable. However, this
program won't help existing caregivers and their
care recipients.

The CLASS Act establishes a voluntary federal
long term care insurance program. Following a
five-year vesting period, participants who
develop limitations could receive a cash benefit
that can be used to purchase services and
supports for maintaining their independence at
home or in other settings. The Class Act benefits
could be used to pay family caregivers, offsetting
some of the financial sacrifices made to assist
family members. It will likely be a couple of
years before regulations governing the program
are published that enable working people to start
enrolling in the program.

Can't Afford a Getaway?

If you are having trouble affording some help
needed to relieve caregiver stress, call |the
Caregivers’ Resource Center or Project CARE
programs at the Office foi
the Aging. The Office fol
the Aging has a fund fron
which it can makemall
grants to help caregivers get away for a few days
or pay for other needed services that would make
life a little easier for stressed caregivers.

Project Care Volunteers

The Tompkins County Office for the Aging
continues to match up community voluntegers
with caregivers to ease their burden a bit.

Project CARE volunteers typically visit once| a

week for a couple hours to help in whatever way
they can. Several persons caring for loved ones
with dementia have been using the program so
they can take a break while the volunteer visits
with their care receiver. Volunteers have also
been helpful with errands and other chores.

Give Trina Schickel, Project Care coordinator, a
call to discuss the program (274-5491).




Eight Turns around the Labyrinth of Caregiving

published her latest boolRassages in Caregiving: Turning

Gail Sheehy, author of the bestsellPassageg1976), has just

Chaos into Confidenceafter 17 years of caregiving for her
husband and after traveling across the country meetingriéans

slammed by the responsibilities of caring for ailintatiees.

In it, she

compares the journey of family caregiving to travelingalayrinth and
having to successfully navigate eight turnings in thayriath. More

important than recognizing each of these phases,

erdehatiow, are

the strategies she suggests for successfully completirty teaaing.
(For those suggestions, you'll have to read the booku ¢&m borrow it
from our Caregivers’ Lending Library at the Office fre Aging or

purchase it at your favorite bookstore.)

You get a
call that your mom can't be found, or your dad
has been rushed to a cardiac unit, or your
spouse has a frightening diagnosis. Where to
start? Who to call? You mobilize. You start
sprinting—grabbing for answers—it’'s dizzying...
You've entered the labyrinth of caregiving.

You realize, perhaps
for the first time, that you have a new role—
family caregiver. And this isn’'t a sprint. This is
going to be a marathon. You are living with a
new uncertainty, and you are not going back to
the old normal

It's been months, maybe
a year or more. You're handling it, thinking OK,
| can do this. And suddenly, BOOMERANG! A
new crisis erupts. The original illness roars out
of hibernation...or aggressive treatment causes a
backlash of complications...or the family
member who was still robust and had been
caring for your unwell parent suffers a surprise
setback. Now they both need help. This is one of
those turnings that you have made before. You
are back at “Shock and Mobilization.”

By now you’ve become a
seasoned caregiver. You're good at it. You are
the only person your loved one trusts. You also
believe you're the only one who truly
understands what he or she needs. People say
you are heroic, and you are beginning to believe
it. You are playing God.

You were
convinced you could do it differently. You'd be
fine. But one day, a year or two or three later,
you break into tears, totally fatigued. Same thing
the next day. You've given up so much. You're
cracking. You absolutely must come up for air or
you’ll go down in despair.

This is the crucial
turning...your loved one is not going to get well
and will become more and more dependent and
needy. You are approaching the center of the
labyrinth. This is a place of sadness and
reflection. You may touch the depths of despair.
But it is here that caregivers who survive begin
the effort of coming back to life.

! This is a
momentous turning point for those who care for
the chronically ill. Your loved one cannot be
cured in an acute care hospital, but he or she is
not ready to die—and may live on for years.

! No one can
answer your most burning question. How long?
Inevitably, there will be times when you see your
loved one suffering that you will likely feel: Why
can’'t you die? It's enough. Then, of course,
you'll feel guilty for thinking such a thing. But it
is entirely human and predictable.



Basic Back Care

When caring for your loved one, you may have to
help them transfer to a chair, bed or assist with
standing. You may also have to lift heavy objects
as part of your caregiving routine. To minimize
accidents and injuries, it is important to keep
your back healthy and to practice good body
mechanics. The New York State Coalition for
the Aging’sCaregiver Assistance Neysovides
some general rules to follow for good body
mechanics:

Only lift as much as you can comfortably

handle.

Always let the person you are helping know

what you are going to do.

To create a base of support, stand with your

feet 8”- 12” apart with one foot a half step

ahead of the others.

Bend your knees ——
slightly. |
Keep your spine in a —

neutral (normal arch,
not stiff) position

while working.

Use your legs instead
of your back to do
most of the work.

If you can adjust the
bed, keep the top at
about waist level.

A physical therapist can

further assist you with

proper lifting techniques. If you decide to begin a
back strengthening program, be sure to check
with your own physician first.

Written by Debbie Walls. Reprinted from the
Spring 2010 issue of the Cortland County
Caregivers Support Net.

(Tip: If your loved one is relatively homebound,
his/her physician can prescribe a physical therapy
assessment that will be paid by Medicare at which
the therapist can teach you proper transferring
techniques.)

Powerful Tools
for Caregivers

“Powerful Tools for Caregivers” classes will be

held this fall on Tuesday evenings starting
September 28. If you are interested, mark your
calendar and call

to register early.

The class is free, PHWERFHL

but enrollment —
will be limited to \ (T
twelve persons. U U <

%
Caring for J

someone with a for Caregivers

chronic illness

such as dementia,

heart disease, Parkinson’s disease or stroke can
be stressful physically, emotionally and
financially. This six-week educational program is
designed to provide you with the tools you need
to take care of yourself. You will learn to: reduce
stress, improve self-confidence, increase your
ability to make tough decisions, better
communicate your feelings, locate helpful
resources and balance your life.

Please note that the class is intended for people
caring for a relative or friend (unpaid caregivers)
only.

Six Tuesdays

September 21- October 26
6:00 — 8:30 PM
at Sterling House
(Brookdale Senior Living)
103 Bundy Rd, Ithaca

To Regqisteror for more information:

Call David Stoyell at the Tompkins County
Office for the Aging, 274-5492, or emalil
dstoyell@tompkins-co.org.



(Reprintedhaermission from the Spring,
2008 issuearfe Advantage.)
_Tip: A free pill organizer (7 day x 4 pill compartments per day) danpicked up at the Office for the Aging.



A Prescription for Caregivers

The lending library of the Caregivers’
Resource Center contains many books and
tapes on family caregiving topics that can be
an additional source of support to those
caring for aging relatives or friends. One
resource is a video of a talk by Wendy
Lustbader that was taped in front of a live
audience. It is titledA Prescription for
Caregivers: Take Care of Yourselind
features some excellent dialogue with the
audience and wonderful comments by
Lustbader that drew on both her personal and
professional  experience  with  family
caregiving. Following are some notes taken
during the showing:

“Anger finds the nearest safe outlet to
dump on.” The audience nodded in
agreement as they perhaps recalled being
dumped on by their care receiver (while
visiting family and friends often got the
expressions of appreciation). But Lustbader
challenged caregivers: “Where is your safe
outlet? Do you have a place where you can
express your feelings?..Some people won't
wail at God...”

“Saying ‘thank you’ to a caregiver is so

painful because it acknowledges my status
as a burden.” It helps to remember
that care receivers sometimes ha
unspoken emotional burdens.

“It's so boring to be sick.”
Lustbader suggested asking
the care receiver: “What woul
make life worth living for you?”
For one person, the answ
turned out to be Burger King. Going out to
BK once a week with a willing friend not only
provided a change of pace for the care
receiver, but gave her something to look
forward to.

“I'm so tired of being the one to fork out
all the giving.” Lustabader reminded us
that caregivers often suffer the emotional

loss of the “mutuality of giving.” One

person expounded “It was as if | had to
divorce him in my mind and marry him
again on new terms.”

“There is something about guilt that has
amazing staying power.” Or as Bob Dylan once
sung:

If my thought-dreams could be seen,

They’d put my head in a guillotine.
Once again, we were reminded of the importance
of having a safe outlet—a non-judgmental friend, a
support group, a caregiver counselor—with whom
to share our thoughts so that our irrational
thoughts have less power over us.

“One day should be different
than the rest.” Lustbader
suggested that caregivers need
to return to the concept of

the Sabbath, although it need
not be expressed in religious term
Just as some people look forward
a weekend (T.G.I.F.) or a care receiver might feel
glad that “it's only two more days until Burger
King with my friend,” so caregivers need to be
able to look forward to a day of respite.

“We musn't overlook the power of small
changes.” A day that is different need not mean
a  24-hour period without  caregiving
responsibilities, but it should mean it is sufficiently
different that you look forward to it and feel that
your batteries have been recharged for the next six
days.

People are not afraid of where the care is
taking place, but of abandonment.

Lustbader continued: “People who are visited get
the best care. Your job is showing up.”

Wendy Lustbader’s videotap#, Prescription for
Caregivers,can be borrowed from the lending
library at the Caregivers’ Resource Center which
is located in the Office for the Aging in the
basement of the Tompkins County Courthouse}.




Alzheimer’'s and Lasting Emotions

A new study from the University of lowa
provides some comfort to those who are caring
for loved ones with Alzheimer's or related
memory disorders. It

found that, although

those with dementia

might forget a joke or a

meaningful

conversation, the warm

feelings associated with

the experience can stick

around and boost their

mood.

The study, led by a neuropsychology doctoral
student Justin Feinstein, showed people with
memory loss happy and sad film clips from
movies.  Though the patients could remember
few details about what they had seen, the feelings
of joy or sorrow associated with the fim stayed
with them longer than their memories of the film
itself.

"Indeed, they still felt the emotion. Sadness
tended to last a bit longer than happiness, but
both emotions lasted well beyond their memory
of the films,"” Feinstein said. "With healthy
people, you see feelings decay as time goes on. In
two patients, the feelings didn't decay; in fact,
their sadness lingered."

"A simple visit or phone call from family
members might have a lingering positive influence
on a patient's happiness even though the patient
may quickly forget the visit or phone call"
continued Feinstein. On the other hand, of
course, routine neglect by staff of residences or
family caregivers at home can leave the patient
feeling sad, frustrated and lonely even though the
patient can't remember why.

The bottom line: people with dementia can still
benefit from the good feelings brought on by
pleasant interactions with others.

It matters whether a tone of voice is tender or

physically assisted or roughly moved about.
Colleen Carol Campbell, a St. Louis-based
author, wrote “l could always tell when he just
had a visit—usually from my mom—because |
would find him singing and smiling in his chair,
peaceful and jolly amid the dreary ordinariness of
nursing home life. | suspected my own visits had
a similar effect, even though Dad often forgot
them as soon as | left.”(from the St. Louis
Today website found at www.Stltoday.com)

In addition to providing reassurance to family and

friends about he value of their efforts, Feinstein

concluded “what this research suggests is that we
need to start setting a scientifically-informed

standard of care for patients with memory

disorders. Here is clear evidence showing that the
reasons for treating Alzheimer's patients with

respect and dignity go beyond simple human
morals.”

harsh.  Same with touch as one is gently

Free workshop:

Alzheimer’'s 101
Friday, July 16
1:00-2:30 PM
At Cooperative Extension
615 Willow Ave., Ithaca

Michael Massurin, Director of Programs and
Services for the CNY Chapter of the
Alzheimer’s Association,
will cover essential topics
including, a general
overview of Alzheimer’s
and dementia, symptoms
and stages of the disease,
communicating with
someone who has Alzheimer’s, and behaviors
related to Alzheimer’s. It will conclude with|a
discussion of available programs and a question
and answer period.




The Caregivers’ Resource Center
and Alzheimer’s Support Unit

Please call or visit usat the Tompkins County Office for the Aging in the Cqu@burthouse basement,
320 North Tiogést., Ithaca.Open weekday$:30AM - 4:30 PM.

David Stoyell, CRC Coordinator and Newsletter Editor
Telephone (607) 274-5492
E-mail: dstoyell@tompkins-co.org

Katrina Schickel, Project CARE Coordinator
Telephone:(607) 274-5491
E-mail: kschickel@tompkins-co.org

Marilyn Roberts Chase, RN, Powerful Tools Coordinator
Telephone:(607) 274-5488
E-mail: mroberts@tompkins-co.org

Websites of Interest to Family Caregivers:

Tompkins County Officefor the Aging: www.tompkins-co.org/cofa
(Click on “Gateway to Senior Seniors” at the top of the home page &ssour resource guides

and back issues of “In Support of Caregivers.”)

Family Caregiver Coalition: www.caregiver.org

National Alzheimer’'s Association: www.alz.org

Note thatarticles marked “reprinted with permission” may not be furt her reproduced, except for
private use without permission of the original publisher. Othmeaterial in this newsletter may be freely
copied with proper credit given to its original source.

This newsletter is made possible in part by a gramt fitee NYS Office for the Aging.
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