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A New Jersey Couple recreates a
beautiful home environment
with accommodations

COMPASSION FATIGUE

At Home or On-the-Job,
Are YOU
Caring for the Caregiver?

Learn how Your Signature can
affect how Professionals
Communicate with Your Family
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Compassion
From the Editor:
hat makes compassion different from empathy?
Compassion includes the desire to offer assistance
once you have recognized someone’s suffering.

In this issue of Families of Loved Ones, we are focusing on compas-
sion’s full spectrum. On one end we look into a family’s life where
compassion is in action, all the way through to exploring the phenome-
non of compassion fatigue among professional and family caregivers.

As we delve into this wide range of possibilities we can begin to see
the potential that the human spirit holds. In our new feature Highlights
From Home, you’ll meet Carol and Tony. Their experiences help to
give us a clear understanding of how we can learn from those who have
gone before us and are teaching by example.

Do you consider yourself compassionate, sympathetic, or empathetic
or are you simply worn down? Do you see possibilities where others
may not, or does helplessness disarm your desire or ability to take
action? What is your style today, how are you preparing for tomorrow?

Ideally, compassion should not diminish one’s own identity but
enhance it and those who are touched by your actions. Building key
life skills or developmental assets, such as resilience and honesty, can
help prepare a child for the future. As adults, traits such as fostering
independence (within context), helping individuals forge partnerships
and committing to compassion with a purpose, can serve to inspire.

To that end perhaps it is time to revisit FOLO’s Top 10 List for
Caregivers. (See page 5) This list was developed early in FOLO’s
publishing days and serves as a reminder to those who are entrenched
in the care of others.

Be compassionate with yourself first—because when you thrive, you
can be a little stronger for those who depend on you. It’s a win-win!

As always, let us know your thoughts.

Kené Canteoel/ 1518,
| e e e i e i B B e e e e s |
FamILIES OF LovED ONES MAGAZINE Attention
Strategies and Resources for Professionals
Distribute FOLO

Involved Families & Caregivers
to your clients.

DON'T LET THIS BE YOUR LAST ISSUE! $9.95 Shipping fecs
Re-register now to guarantee your home delivery. S‘?&‘;‘;?llg ch; f ky c;rc?})i)li ny ..

25-$7.95
Name 50-$ 15.00

75- $22.00
Address per issue
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I am currently an advocate for (indicate all that apply:) e
___ Myself ____ Spouse Parent _ Other
____Interested in preparing for the future

E-mail Address:

Register on the web:www.familiesoflovedones.com
- -Pay_online or mail: FOLO Subscription Offer, 310 Grant Ave, Dumont, NJ 07628
FAMILIES OF LOVED ONES SUMMER ‘09 3

o



Issue 12, Summer 09:Layout 1 8/19/09 11:00 AM Page 4 $

Making Home Work

Meet Carol and Tony Sokol, a tenacious couple
working hard to maintain their lifestyle.

Blessed with a close-knit family and plenty of grand-
children, Carol and Tony are the grandparents they
always hoped they'd be, despite the fact that Carol suf-
fered a stroke to her spinal column two years ago.
"Carol is always cooking," Tony boasts. "We love hav-
ing the kids here."

Carol and Tony are still able to entertain at their
home thanks to key renovations that Tony, who worked
in construction for many years, made to their small
Cape Cod house. Tony built an addition with an
expanded kitchen and new Great Room and trans-
formed the old kitchen into a bedroom and new bath-
room - all to ensure that Carol's environment at home
would allow her to be as self-sufficient as possible.

Together they explained how despite the temptation
to rush, they took particular care in making sure the
modifications worked for Carol. For instance, when lay-
ing out the kitchen they used mock cardboard cabinets
before installing the actual hardware. "I wanted to make
sure that every inch was customized to exactly what
Carol needed," Tony says. "Now when she is busy
working in the kitchen we both appreciate that when
she stretches her arm to reach for something, it will be
exactly where it needs to be."

Carol and Tony know that they are blessed to have
each other, their family and their lives together. Their
advice to those who may be faced with similar circum-
stances:

- Don't rush into making changes within the house -

wait a bit to see what will serve you best.

- Be patient with the kids -- it takes time for them to

learn to pitch in--but with guidance they get it.

Feeling secure at home, Carol looks forward to find-
ing equal accessibility when she ventures out. "We miss
Atlantic City and also going out to visit relatives and
friends!" Carol explained while whipping up a cheese-
cake. Still, she says, accessibility does not guarantee
unencumbered access. "I always call ahead, always. |
remember being sent by disability to a doctor and his
office was not wheelchair accessible!"

Tenacity exemplified. I @)

Photos: 1. Carol’s wheelchair-accessible kitchen island

2. Tony with granddaughter, Alicia, during construction

3. On-suite bathroom 4. Carol preparing for family gathering
5. The house now updated 6. The house prior to renovation

4 FAMILIES OF LOVED ONES SUMMER ‘09



Issue 12, Summer 09:Layout 1 8/19/09 11:00 AM Page 5 $

A‘\’ Editor’s Top Choices in great
websites, products or resources.
Brain [ d
MEDICAL CENTER
AEROBICS
WEEKLY: Features fascinating facts, 'd &I- A ?
word puzzles, tips/ideas and insights with " ”'rﬂi"?" r.'r’/ e #
nostalgic references. Promises to keep s / i
you interested afld challenged. L e fﬁf;f ""j/ _‘_dy{.u
http://www.wisernow.com
Bergen Regional Long Term Cane residents not only receive quality
NJ SELF-HELP GROUP health care, but they have peace of mind knowing that comprehensive
. mdical care is only an elevator ride away. They also enjoy extensive
CLEARINGHOUSE' Found at recreational and tocial setivitied becsute ot BRMC, v know that it ind
www.selfhelpgroups.org, and run just about quality of care, it's also about quality of life,
tﬁrm;gh St. C}an;e; S Elealtltll Sly§tem, Our s < incigia:
s fiee scrvice has been helping *LongTom Care + WoundCare & Rospite Caro
individual caregivers find or form ® Sub Acule Care  ® Rehabilitation ¥ Hoapice Cire
support groups since 1981. # Ventilator Tracheostomy  ® Alzheimers/Dementia Care
Phone 800-367-6274 for info. “Our Patients and Residents are ar the Heart
of Everything We Do ™
£30 East Ridgevwood Avenue, Paramus, New Jertey 07652
wwn Pergenregional com 201-967-4073

L 1. You are not alone.
== Ask for help. Access Respite.
H 2. Be an informed consumer.
Think before you make
important decisions while

Tell Caregivers
that you support
their efforts.
Reserve your

Real Music

under stress. ad space now for for your

3. Write everything down! FOLO’s Special
Occasions

4. Recognize brain overload.
5. Be assertive...
not aggressive.
6. Do not assume that
directions are followed.
7. Designate one family
member to be the patient’s
primary advocate.
8. Practice listening.
9. Promote independence
within proper context.
10. Work to maintain an
individual’s dignity.
FAMILIES OF LOVED
5@ ONES Magazine

Strategies and Resources
or Involved
Families & Caregivers
Visit website for complete list

Autumn issue.

(201)694-1860 201-387-8372

cell 201-694-4558

REVERSE MORTGAGES

Retirement Income Not Keeping Up With Expenses?

Get the Facts
A government insured reverse mortgage may be E

the safe way to have financial independence.
= ~A great source of funding for Home Health Care.

CALL LEN RICCI

70 Grand Avenue Suite 109, River Edge, NJ 07661
Licensed by the N.J. Department of Banking and Insurance.
SM 2006 Real Estate Mortgage Network, Inc. All Rights reserved.

800-386-3791 ext 3527 * 201-968- 3527

Visit our website at www.reversemortgageweb.com
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VETERANS' AID AND ATTENDANCE SPECIAL PENSION~

Often overlooked, this underutilized Veteran’s benefit also available to spouses

he Veterans' Administration offers a Special Pension

with Aid and Attendance (A&A) benefit that is
largely unknown. This Special Pension (part of the VA
Improved Pension program) allows for Veterans and
surviving spouses who require the regular attendance of
another person to assist in eating, bathing, dressing,
undressing or taking care of the needs of nature to
receive additional monetary benefits. It also includes
individuals who are blind or a patient in a nursing home
because of mental or physical incapacity. Assisted care
in an assisted living facility also qualifies.

This most important benefit is overlooked by many
families with Veterans or surviving spouses who need
additional monies to help care for ailing parents or
loved ones. This is a "pension benefit" and is not
dependent upon service-related injuries for compensa-
tion. Most Veterans who are in need of assistance qual-
ify for this pension. Aid and Attendance can help pay
for care in the home, nursing home or assisted living
facility. A Veteran is eligible for up to $1,632 per
month, while a surviving spouse is eligible for up to
$1,055 per month. A couple is eligible for up to $1,949
per month.

The Aid and Attendance Benefit is considered to be
the third tier of a VA program called Improved Pension.
The other two tiers are Basic and Housebound. Each
tier has its own level of benefits and qualifications.
While the objective of the VeteranAid.org site is to dis-
seminate information about the Aid and Attendance
Benefit, we urge you to read an important document
prepared by the American Veterans Institute that clearly
explains the Improved Pension program, its levels of
benefits and the qualifications for each. If you or your
loved one do not qualify for Aid and Attendance, you
may want to check to see if you qualify for another
level of the Pension.

When visiting the site take advantage of the easy to
use menu on the left side of the page. It allows you
to learn more about the Aid & Attendance Special
Pension, Eligibility Requirements, How to Apply,
What to Expect and Resources. Each category is there
to help you understand this critical benefit. Also, please
visit the Sponsors of this site who have made it possible
to disseminate this information to veterans and their
families.

The One Experience page of the website contains
critical information on this application process.

6 FAMILIES OF LOVED ONES SUMMER ‘09
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Don't forget to take a look and interact with others
in the VeteranAid.org Forums!

We are extremely pleased to announce that
VetAssist.org, with the sponsorship of American
Veterans Institute, now offers free assistance for
Veterans and their families in filing for the Aid and
Attendance Special Pension.

Also, please visit American Veterans Institute--a
non-profit organization dedicated to honoring Veterans.
Responsible for such missions as Operation Welcome
Home, AVI is a tremendous resource for Veterans and
their families. http://www.americanveteransinstitute.org

This article was contributed by Debbie Burak who
started VeteranAid.org in 2005 after the passing of her
mother. Debbie fought for her mother’s Aid &
Attendance Special Pension, which was awarded
through her efforts. However, her mother passed before
any of the benefits were paid. Frustrated with the
entire process of filing for this benefit, Debbie has dedi-
cated her efforts to disseminate information about the
Special Pension so that it would become as well known
as Social Security. Debbie may be reached at
VetHelp@VeteranAid.org
e ... T T T T T - EEE_E_-—_—_———- b |
' Having difficulty with your claim?

Debbie Burak from VetAid.org
states: Asking for an expedited processing
of a claim is no guarantee of action. Here

are a few tips:

1. Ask your State Senator or

Congressperson for assistance

2. Seek help in completing your application,
the form is over 20 pages in length

. It is illegal to be charged for assistance
with filling out the form

4. ALWAYS keep copies. Any correspon-

dence mailed should be return receipt

5. Emergency claims can be given expedit-

ed status--but you have to ask

6. Recognize that losing your patience

with person on the phone will not help.

o= mm mm mm mm m m Em Em Em Em R e R R R R R R R Em Em Em o
W
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ARE YOU INVOLVED
WITH OTHERS WHO
NEED ASSISTANCE?

YOoU jUST MIGHT BE A
CAREGIVER!
Caregiver events are popping up
throughout the country.

Recognizing a growing need to
promote knowledge and sensitivity
about caregiver issues, The
Caregiver Coalition of Bergen
County, (NJ) is taking a pro-active
role in assisting caregivers.

In partnership with the
Department of Senior Services,
the coalition is a caregiver-centric
group that meets monthly. New
members are welcome.

For more information contact
Coordinator of Education and
Outreach Linda Cross at (201)
336-7427.

SAVE THESE DATES!

i Bergen County, NJ

' Annual Caregivers Conference
i Saturday,

October 3, 2009

i 9:00AM — 1:00PM

i The Renaissance Meadowlands
! Hotel, Rutherford

Call 201.336.7427

NATIONAL CAREGIVER
CONFERENCE
Thursday, October 29, 2009
Woodbridge Hotel & Conference
Center
Family Support Center of NJ
(732) 528-8080

34th NCCNHR National
Conference and Annual Meeting
Quality Care, No Matter Where
Thursday, October 22 to Sunday,
October 25 Hamilton Crowne Plaza
Hotel, Washington, DC
http://nccnhr.org

Need Help?

Start Here.

Call 2-1-1 or click
www.nj211.org

Free 24-hour statewide
service - putting people in
need of assistance, in-touch
with people who can help.

United Way = AIRS

277

Get Connected. Get Answers.

NIJ 2-1-1 is a system of support using inbound calls as well as a
Website (www.nj211.org) with Instant Messaging capability, that is
intended to provide free, personal assistance to anyone trying to navi-
gate their way through the vast network of health and human services,
government assistance programs and local community resources in
New Jersey.

The organization is dedicated to lessening the burden of callers by
providing understanding and compassion along with the information
that is needed to address the caller’s concerns.

This confidential service is supported by United Way in partner-
ship with the State of NJ Department of Human Services, Office of
Homeland Security and Preparedness, Department of Health and
Senior Service, and the Department of Children and Families.

NJ 2-1-1 Partnershipprovides free and confidential
information and referral. The NJ 2-1-1 database that has over 12,000
programs and services that will help callers gain access to existing
resources for life’s toughest challenges and everyday concerns. The
call staff is available (and accessible simply by dialing 2-1-1) at any
time of the day or night. The service is free and confidential. This
same database is available online.

Call 2-1-1 for help with food, housing, employment, health care,
counseling and more.

Need Respite?

Find respite in your community with this
free service at www.respitelocator.org

National

Respi;
Nataark

ARCH National Respite Network
800 Eastowne Dr, Suite 105
Chapel Hill, NC 27514
www.archrespite.org

FAMILIES OF LOVED ONES SUMMER ‘09 7
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While you are at work...

Will she remember to turn off the stove?

Can | take off for his next doctor’s appointment?
It’s time for his medication--Should | call to remind him?
| have to get her into the tub tonight, how will | manage?

Where are your thoughts?

Respite.
It’s not just
for vacations.

Respite proy \rs sive fa
'Brl ing solutions

Being alo e is not the de
Help your loved ones find d
Talk to a respit

i

FAMILIES OF LOVE%N S MAGAZINE

CAREGIVERS ARE OUR EVERYD
HELP THEM BE STRONG. DISC(

s il e

You care for your loved one every
day. Let us help you take a break.
Bergen Regional Medical
Center’s Short Term Respite
Care Program
Quality of Care...Quality of Life.

201.967.4073
see ad p. 5

The Healing Formula™
Bedsore Solutions, LLC
PO Box 10071
Torrance, CA 90505
800 357-2944
310 326-4209
www.healingformula.com
" HILE THEM B8 STRONG info@healingformula.com

RaCOwTE RISHTT

b i e e R LA PR TIREE Py
may

Kaplen Adult Reach Center

Day program for seniors with

Note: Sponsors listed may
provide respite, or support

dementia. Transportation,. respite National Respite caregivers and the mission
and support for caregivers Network of FOLO’s Respite
Tenafly, NJ . .
’ www.respitelocator.or Awareness Campaign.
201-569-7900 x461 s‘e)e adp. 7 5
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ithin the past ten years, the secrets to recog-
s ’s / nizing and managing Compassion Fatigue

trickled down from academia to those of us
in the caregiving professions. Thanks to the work of
leading traumatologists and psychologists, we now
share a comprehensive knowledge of the secondary
traumatic stress that plagues caregivers worldwide. As
more information becomes available, we better under-
stand what is necessary to alleviate the suffering that
Compassion Fatigue causes in our lives. In turn, we
help ourselves so we can continue to help others.

With focused attention on creating good health, we
embrace new ways to approach self-care. As an under-
standing of our destructive patterns unfolds, we begin
to see how these behaviors affect our ability to pro-
vide healthy caregiving to others. Symptoms such as
isolation, emotional outbursts, substance abuse and
health-depleting addictions rob us of our well-being.
Accepting and naming these symptoms is the first step
toward healing. Pinpointing their origin, which often
involves stepping back in time to explore faulty per-
ceptions, can be daunting and painful. But to forgive
our past and accept the role it plays in our present
actions delivers us on the doorstep of emotional and
physical healing.

Once we suffer from Compassion Fatigue, it is
always with us. We must be diligent about managing
its symptoms. Compassion Fatigue waits in the wings
for us to revert back to unhealthy thoughts and actions
and then surfaces once again. Managing the symptoms
successfully takes commitment and resiliency.

Practicing healthy coping skills such as physical
exercise, meditation, yoga, or walking Fido is manda-
tory. Since our ways of coping are as unique as we
are, the work involved is well worth the effort. For the
most part, those of us who suffer from Compassion
Fatigue are "other-directed." We place the needs of
others before our own needs. The work before us is to
become acquainted with ourselves - our likes, dislikes,
strengths and shortcomings.

Every day on the Compassion Fatigue Awareness
Project© website, | hear from caregivers who have
experienced Compassion Fatigue and have traveled
the path leading to self-acquaintance. Now, it is
important to them to pass their knowledge on to oth-

Issue 12, Summer 09:Layout 1 8/19/09 11:00 AM Page 9 %
COMPASSION FATIGUE

Recognizing and Managing Compassion Fatigue: A Path to Wellness

CAN WE
BUEN
our!?

ers. As trainers, they experience satisfaction in sharing

their success story with other caregivers. They enter
their workshops armed with the latest findings on the
signs and causes of Compassion Fatigue, and also
how to alleviate the disturbing symptoms.

Encouraging their participants to disregard old
destructive patterns, they educate them as to how to
create a healthier lifestyle.

The road to wellness begins with one step—aware-
ness. Once we accept that Compassion Fatigue is real
and harbors the ability to sap our energy and passion
for life, we can reverse the process.

By embracing authentic, sustainable self-care, we

open the door to a better life. And, ultimately,
happiness.

Patricia Smith is the founder and CEO of the
Compassion Fatigue Awareness Project©, the out-
reach division of Healthy Caregiving, LLC. As a certi-
fied Compassion Fatigue Specialist with more than 20
years of training experience, she writes, speaks and
facilities workshops in-service of those who care for
others. Smith may be reached at
patricia@compassionfatigue.org 'J @)

The basics of Compassion Fatigue may be found at
http://lwww.compassionfatigue.org. Visit the site for
information on:

- What is Compassion Fatigue?
- What are the symptoms?

- What are the causes?

- What is the Path to Wellness?
- Compassion Fatigue Self-Test

The Compassion Fatigue Self-test is based on the
ProQOL R-IV, PROFESSIONAL QUALITY OF LIFE
SCALE. The following are a few statements that help
guide you through the test.

I am proud of what I can do.

I feel “bogged down” by the system.

I can't recall important parts of my work with
trauma victims.

I am a very sensitive person.

I am happy that I chose to do this work.

FAMILIES OF LOVED ONES SUMMER ‘09
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NEW FEATURE Th
CAREGIVERS FORUM ~with Ron Kauffman PI'E

Today’s TOpiCZ Recognizing & 2. Difficulty performing familiar
. . . . . tasks - Struggling to plan or com- |
Deahng with COgIllth@ Impalrment plete everyday tasks. Individuals N
may lose track of the steps involved way
he good news is that forgetting is a normal part of in preparing a meal, placing a telephone call or Care
aging. Things like forgetting where you put your playing a game. uniqu
car keys or failing to recall an occasional word or a What's normal? Occasionally forgetting why an ag
name are normal occurrences in the aging process. As you came into a room or what it was you With
we age, our brains shrink, and our ability to have planned to say. choo:
names, words and other information at our fingertips 3. Language Problems - Forgetting simple words them
may be slowed. It doesn't mean we've forgotten things, or substituting unusual words, like saying “my ear also «
usually they come to us, but the retrieval of that infor- things” instead of the words “hearing aids.” al cai
mation may take longer. What's normal? Occasional trouble finding the Pe
Some early signs of forgetfulness that may not be right word. trol,
normal include forgetting things you typically remem- 4. Problems with abstract thinking - Having is ma
bered—such as doctor's appointments or your weekly difficulty performing complex mental tasks like serve

Bridge game—and doing so more than once every now forgetting what numbers are for and how they ipant

and then. If memory loss becomes more of a pattern, it should be used. gram

should be a red flag for the possibility of a cognitive What's normal? Finding it challenging to Cash
disorder. Memory loss may be due to Depression or an balance a checkbook. vidus

early memory-related problem called Mild Cognitive . . .. . ices t

. i . What should you do if you begin noticing that a family
Impairment (MCI), a memory loss issue that is often a . . a nor
e member has begun to show signs of being more than |
precursor to the development of Alzheimer's disease. . " . \

Or, it could be the onset of Alzheimer's disease. normally” forgetful? Here are four ideas: (1) Don't Si
’ i . . assume that your loved one's forgetting is normal. !
Here are a few basic comparisons of serious . : . partic

. (2) Begin making notes of some of the incidences of
memory loss versus normal forgetfulness: Jerse
. . forgetfulness so you can later recount them when meet- |
1. Memory loss -Forgetting recently learned infor- . ) . Ager
. . ing with a physician. (3) Suggest to your loved one that
mation, or forgetting more often and unable to recall . . . . pants
the information later seeing a professional may be helpful in improving ;
, ’ . . his/her memory. (4) I recommend you see either a geri- 1ncl}1<
What's normal? Occasionally forgetting names X L. : ) fulfil
: atric physician or a neurologist who works with memo- .
or appointments. h , . their
ry loss issues. You’ll get a professional assessment of _
the problem and receive a definitive diagnosis. l:;u't]
: Knowing if the problem is physical or cogni- 8¢
A" nu Ity 0 wners B ou I d P-ﬂ y tive is crucial to establishing a plan to deal 1‘1‘1)/ o
5 U% Tﬂ I H S F{] I Ta Xes ! ! ! with whatever it may be. Recognize changes chli
e _ e R and don't delay taking action. It matters. P
"-1.|I1L_'- annuity owners are losing half of their AUty Interest 1o taxes If you have questions, please e-mail The
angd maosl ane nod Even awire -:1!|- |.|I|.' 'I"I'.'\II"I.L'I“ ”L..' IH"\ 15 TICH I!_'I.IIIuIIL'I.I Ly h U ,1 . b ll d h k has a
tell annuisty owners about little known tax lows that could save thou- them t? me. Until next time, be well and thanks ers n
sands of dollars in income and estate taxes for caring.
. _ . _— R Ron Kauffman is a Certified Senior
Paramus, NJ—A FREE Booklet is available that xh-m:- current annuity Advisor and an expert on issues of aging and Call
owners ow 1o avoid big mistakes and save thousands! This FREI L. He is th " Cari 1-88¢
Booklet shows the most common anmiity owner mistakes! caregiving. ? s the a.ut or Of arlngfor'a
Loved One with Alzheimer's Disease, available
Call today : {BREMR2A-TSE2—und et vour FREE Copy of the Booklet at www.seniorlifestyles.net. He can be reached Ren.e
that the IES and Insurance Companies probably prefier vou never read. by e-mail at drrond07@bellsouth.net, or by Pl;rOJl
telephone at 561-626-4481. ene
Call Toll-Free (888)824-7552 b Bla) New
24 Hours for FREE Booklet
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The New Jersey Personal
Preference Program (PPP)

ew Jersey's Personal Preference Program is a "cash

& counseling" program that offers an alternative
way in which Medicaid recipients may receive Personal
Care Assistant (PCA) services. What makes this program
unique is that instead of receiving PCA services through
an agency, participants may direct their own services.
With this flexibility, participants hire whomever they
choose, including family members and friends, to assist
them with a variety of personal care needs. Participants
also can purchase goods and services which meet person-
al care needs under the program.

Personal Preference offers choice and personal con-
trol, along with increased responsibility. Each participant
is matched with a trained counselor. Counselors do not
serve as case managers but more as guides to help partic-
ipants understand and navigate effectively using the pro-
gram. Counselors teach participants how to develop a
Cash Management Plan (CMP). The CMP is an indi-
vidualized budget that details the types and costs of serv-
ices the participant is purchasing. Participants may select
a non-paid representative to assist them with their
responsibilities if they wish.

Since participants hire whomever they choose, the
participant becomes the legal "employer of record." New
Jersey uses a service, known as the Fiscal Employer
Agent (FEA), to act as the business agent for partici-
pants. The FEA manages the program's financial aspects,
including processing payroll, to assist participants in
fulfilling their employer responsibilities and payment of
their taxes.

Participants’ comments include:

“I get better care and attention by being able to choose
my own workers.”

“The program has made a difference in my life because I
can manage my schedule according to my needs.”

“The program has given me hope and a chance in life. It
has allowed me to be my own advocate and not have oth-
ers making my choices and decisions for me.” @@

Call for information on Personal Preference:
1-888-285-3036.

5]
Renee Davidson, LSW
Project Manager . CASH &
Renee.Davidson @dhs.state.nj.us COUNSELING
New Jersey Division of Disability Services
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Q&A WITH PROJECT MANAGER RENEE DAVIDSON, LSW

Q. So to be clear: money that was once used in the
Medicaid system to pay for the care, and items for the care
of the participant, may now be controlled in use by the
recipient?

A. Yes. Essentially, we cash out the Medicaid recipient’s
Personal Care Services (PCA). Instead of Medicaid reim-
bursing an agency for sending an aid to assist with activities
of daily living, those funds are transferred into PPP so that
the participant can manage their own services. Instead of just
being able to hire workers, they can also purchase goods and
services that are directly related to activities of daily living as
long as they are not already covered by some other Medicaid
benefit.

Q. I see that the FEA takes care of paying the caregiver.
Are they paid as independent contractors?

A. There are no independent contractors in PPP. All partici-
pants have registered businesses in NJ and Employer
Identification Numbers issued by the IRS. The FEA is
responsible for withholding taxes and filing for participants.

Q. You mention that items may be purchased. Is there a list
of approved and non--approved items? Can you give me
examples of each? Does the client need to spend the cash
and wait for reimbursement or is there a "card" available
for this use?

A. We have a list of approvable and non-approvable items.
All items must be requested on their cash management plan.
They are not automatically approved just because the
item/service may be on the list. The participant must be able
to prove that the item/service is directly and clearly related to
meeting a personal care need. For example, if someone
needs assistance with meal preparation and they want their
worker to prepare meals ahead of time and store them in the
refrigerator/freezer, they can request to purchase a microwave
so that they can easily heat their meals when their worker
leaves for the day. A Washer or Dryer is another good
example. If a participant is sending his worker to the
Laundromat for 4 hours every week, they may choose to save
money to buy their own washer and dryer. Again, the item
needs to be requested in the CMP. There is a section of the
CMP that allows for participants to save for big-ticket items
over a long period of time. If the washer and dryer cost
$1000, they could save $100/month which allows them to
purchase the washer/dryer in 10 months. After purchasing
the washer/dryer, the worker will be able to attend to other
tasks while the laundry is being run, or the participant may
even be able to do some of his own laundry.

0. And finally, do you know of similar programs in other
states, and are these funds available now?

A. NJ was one of the 3 original states, along with Florida &
Arkansas, in the National Cash and Counseling
Demonstration Project. Since then other states have devel-
oped their own similar programs. ~RC
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... The Bookshelf

Book Review by Marilynn

by , Garzione

Norma Steinberg, MLS 167pp, 2009

$16.95

ISBN: 978-0-

RELEASED TO THE , 993-50632-3
ANGELS Indiana, iUniverse

A Caregiver's Journey Publisher,
Paperback

“God granted us memory so that we might have roses
in December." --J M. Barrie, 1922

Marilynn Garzione, in this slim volume of only 167
pages, holds your hand and gently guides you
through the progressive stages of Alzheimer's Disease
both from the patient and the caregiver's point of view.

The book is presented in 138 vignettes, each no longer
than 2 pages. In a heartfelt and deeply moving manner,
the author delivers poignant scenes from her family’s
incredible journey and highlights authentic accounts of
what to expect as the disease progresses.

Garzione educates and cradles the reader in the most
loving manner, dividing her material into three stages of
development-The Early stages: It Begins; The Middle
stages: Living in the Now; and the
Advanced stage: Letting Go.

R[L_I.'J:._SEI]
ANGELS

Experiencing the loss of both her hus-
band and her father to this dreaded dis-
ease has inspired Garzione to write this
honest and compassionate volume and
to be an advocate for Alzheimer's
awareness and research.

"This morning I washed his hair at the kitchen
sink. Then I brought him to the bathroom mir-
ror and handed him his comb. I came back
some minutes later to see him standing quietly,
staring at himself in the mirror. It must have
been one of those rare moments that he looked
at his appearance. Patrick has kept his dark
hair all these years, and although it has thinned
somewhat with the passage of time, there are
only a few strands of gray above, accented by
more silver in his beard. He turned to me and
with trusting innocence asked, 'Can you get me
some more hair?’”

More than five million Americans currently live with
the disease. It is her hope that her book will provide
support to those families. She is the only author I have
ever read who gives her personal telephone number and
invites the reader to “Call anytime.”

Marilynn Garzione is a recipient of "The Editors Choice
Award" and is recognized as a "must read" by the
Alzheimer's Association. Her Masters Degree was
obtained at the Middlebury College in Vermont.
Garzione has lived in Puerto Rico and Spain, and cur-
rently teaches at the New York State

University at New Paltz, New York. She has EJJI!‘,
written numerous articles for publications in
the field of education. For more informa-
tion visit www.releasedtotheangels.com.

Steinberg is a retired librarian from the
Grand Army Plaza branch of the Brooklyn
Public Library.
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Is this your last
issue of FOLO?
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JOIN FOLO'’S ONLINE
COMMUNITY

REGISTER FOR OUR ONLINE NEWSLETTER,
VISIT OUR UPDATED RESOURCE PAGE,

AND MORE!

www.familiesoflovedones.com

Recent economic developments have affected us all. At FOLO, changing the
print format is just one way that we are cutting costs so that we can keep this

As always, we thank our advertisers, and those who have contributed to
support this unique publication. We look forward to your input and support as
well. Contact rene@cantwellmedia.com for advertising/sponsor information.

E. . © 0.0 0000000000000 000000000000000000000000000000000000000000000000090900c¢
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The Caregiver Compassion Quotient: WHAT’S YOUR CQ?
The higher your CQ, the better you feel.
Fill yourself up with Compassion: your energy will increase.

CQ eases caregiver turmoil This very instant—and every
(mental.) CQ is your sigh of relief. worst moment—
It hel?s diS§OlV? )stress It's the spiritual component Become a Loving Presence.
emotional. that offers you an art :
It makes the hapless unending you can practice. What we humans crave is to be
work load seem lighter loved, in spite of ourselves.
(physical.) How can you raise your CQ? Keep picturing, keep thinking
And there’s more. Tip your scales in favor of what about the most compassionate
You're choosing a smoother strengthens your spirit. care you can provide.
healthier life. ’ Your compassion IS your spirit. It’s the highest thought there

is—truly Divine.

- Excerpted from LESSONS IN THE DIVINE FOR CAREGIVERS
Author ~ P. M. Kearns

LESSONS IN THE DIVINE FOR CAREGIVERS is available through www.iUniverse.com and fine booksellers. For more
about P.M. Kearns and The Caregiver Compassion Quotient, visit www.caregiving.com. Enjoy her articles on J&J’s web-
site, www.strengthforcaring.com, and at www.discovernursing.com.

o
7 E II@‘:I www.nursefinders.com
- N . - 25 Pompton Ave, Suite 202
The Alliance®s¥ NurselifitEeN oo v Sl
: . The Professional Choice, ~ Medicaid and most
New Jersey'’s Trusted Source for Senior Services for Home Care insurances accepted
-Senior Move -Accounting and -Interior Design &
Management Tax Services Contracting Nursefinders of Ve rona
-Reverse Mortgages ~ -Medical & Surgical ~ -Hospice & Respite Home of the Alzheimer’s Whis perers
-Home, Physical Equipment Supplies Care
and Occupational -Alzheimer’s and - Transitional Elder 800-813-6164 973-857-1000 Fax 973-857-2020
Therapy Dementia Facilities Care Consulting -RN’s -2-24 Hourly Care
-Real Estate and -Estate Planning & - Insurance & -LPN’s/LVN’s -Intermittent Visits
Relocation Services Elder Law Financial Services -Physical, Occupational -IV Therapy
-Geriatric Care -Hearing Aides & - Full-Service Rental & Speech Therapists -Wound Care
Management Hearing Testing Retirement -Home Health Aides -Pediatric. Adult &
and Counseling -Mobility Aides and Community -Homemakers/Companions -Geriatric Care
-Home Health Care Stairlift Installation -Personal Care Aides
-Personal Financial -Assisted Living Call today for a
Organization - - h h . . . .
Short Tetn Sub-acute ecg}lf;gf;gﬁlilr FOLO reaches caregivers in print and online!
1.866.317.0777 for a referral Tell Caregivers that you support the’lr effm:ts.
Toll-free 1. . . to one of our Reserve your ad space now for FOLO’s next issue.
www.tassgroup.org professiona[s (201)694- 1860
AUTUMN ISSUE PREVIEW C 1 ass E{:
“The Reluctant Caregiver” St 2
Shannon Martin, M.S.W., CMC, - L"} u ] I-l 3 c'D -652-0150
1 h ixed ; h - L. L ~ladsliFaLich
explores the mixed emotions that may accom i
pany taking on the role of caregiver. . ={ sf
Therapeutic Recreation (TR): - P
William Wright, CTRS gives us an indepth i
view on the benefits of professional TR. "'
Relieve Stress by Journaling:
B. Lynn Goodwin’s experience as caregiver, great food, great prices, beautlful outdoor dlnlng
teacher and writer helped her to find comfort private dlnlng/partleUom & BYOB

in journaling. She asserts you can too!
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Effective Communication and Protecting Privacy
HIPAA Releases - What you Need to Know

hat is HIPAA?

HIPAA is the affectionate acronym for the
Health Insurance Portability and Accountability Act of
1996. HIPAA protects your rights to your medical info,
“Protected Health Information,” or PHI for short.
HIPAA assures you access to your medical informa-
tion, while simultaneously preventing others from
obtaining it. These rules have broad implications to
a wide range of personal and estate transactions.

Why It's So Important

Addressing HIPAA, and how your medical info
should be disclosed, are vitally important. If you're ill,
can your daughter get to see your patient chart to
monitor your care?

HIPAA Authorizations

A medical provider cannot disclose your Protected
Health Information (PHI) without your authorization.
Exceptions are provided that permit disclosure for
treatment, payment, and health care operations. You, as
a patient, have the right to authorize the release of your
PHI. Someone who qualifies as your HIPAA personal
representative can also authorize the release of your
PHI. There are a number of specific requirements to
address to make such an authorization valid.

» Writing: The authorization should be in writing.

* What: 1t should describe the health information to
be disclosed. This could be your entire medical
record, or only specified components. You might
specify that your medical records between certain
dates be released.

* Who: Which medical provider should make the
disclosure? This could be a specific physician,
hospital or a list of providers.

* Term: When does the authorization to disclose PHI
expire? This could be: “upon a child attaining age
21.” It could be “2 years from the signing of the
authorization.”

* Revocation: A statement that you retain the right
to revoke any authorization to disclose your PHI.

* Re-Disclosure: The release may state that certain
information, such as HIV testing results, cannot be
disclosed by the person receiving it.

* Purpose: Explain the purpose for the disclosure.

14 FAMILIES OF LOVED ONES SUMMER ‘09

* Signer: If you are signing the authorization, the
signature line should merely state that you are the
patient. If another person is signing for you, the
authorization should state that this person qualifies
as your personal representative under HIPAA.

For additional information on HIPAA privacy, includ-
ing how to file a complaint, see the U.S. Department of
Health & Human Services website at www.hhs.gov.

Martin M. Shenkman, CPA, MBA, JD is a prolific author,
having published over thirty five books and more than seven
hundred articles. His practice concentrates
on estate planning and administration, tax
planning, and corporate law. Specializing
in empowering people through his writing,
he is regularly sought out as an expert in
estate law by media outlets including The
Wall Street Journal. He has an active legal
practice in New York City, publishes a regu-
lar newsletter called the Practical Planner. He was named
one of Worth magazine’s 100 top attorneys in 2007, as one
of the top 40 accountants by CPA Magazine in 2008 and
2009. His recent books include Estate Planning for People
with Chronic Illness and Disabilities (Demos); Estate and
Related Planning During Economic Turmoil (AICPA) and
Life Cycle Planning for the CPA Practice (AICPA), The
Complete Book of Trusts (Wiley), and others. He earned a
BS in economics - Wharton, MBA - University of Michigan,
law degree - Fordham University, and is admitted to the bar
in New York, New Jersey, and Washington, D.C. He is a
CPA in New Jersey, Michigan, and New York and may be
contacted through his Tenafly, New Jersey office at
201-845-8400 or his website www.laweasy.com.

FOLO is committed to bringing strategies
and resources to those who choose to hone
their advocacy skills.

Individuals who are currently involved with caregiving,
as well as professionals who are eager to distribute this
family-friendly resource to their clients,
agree that FOLO serves to enlighten and empower.
Build confidence. Encourage advocacy.
Subscribe to and help support the distribution of
Families of Loved Ones Magazine.

FOLO’s online community features a monthly
e-newsletter and continually updated resource page.

www.familiesoflovedones.com.
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IN MEMORIAM

Observations and
Insights~A son looks back

by Kenneth Chan

Dad lived a vibrant and inde-
pendent life. He traveled
internationally, but ultimately
immigrated to the United States. A
New Yorker and active Christian,
he always sought to improve him-
self and do things for others. He
was a photographer and helped
with our family business.

When he began to experience Parkinsonian symptoms
and early dementia, his life of independence transitioned.
The man who usually did things quietly for others now
needed assistance for himself.

Together there were the visits to the doctors and
attending support group meetings. As a family we accept-
ed the challenges, and grew together to confront manag-
ing the time required in going to these events, and the
frustration of knowing life wasn't the way it once was.

For some time we were able to adapt to Dad's
Parkinsonism, and to continue with life as best we knew
it. However, Dad suffered a stroke a good number of
years after and his condition progressed. We could no
longer take care of him ourselves.

We would spend hours with him, loving him and mak-
ing sure he was taken care of properly to best improve his
condition. Mom meticulously attended to his daily needs,
and as a result he lived some years in nursing care while
roommate after roommate came and passed. Her familiar-
ity with nursing staff and care increased; she became his
advocate. Dad ultimately suffered complications from an
ill-explained transportation event, and survived only a
few months after.

Reflecting over the past years I have no regrets of the
hours just being with Dad, and making sure that things
were done correctly for his well being. After all, what
wouldn't you do for someone you love?

Our way of showing that love was to make sure that he
was being taken care of properly, that the opportunity for
him to improve was there, and that he knew we were
there for him.

In so many ways, even in his
state of disability, my father con-
tinued to teach and show his love
to both my mother and me.

Kenneth and Amy Chan are generous
supporters of FOLO

Non-Profits in Action

CaringBridge: A Lifeline
for Patients and Families

amilies unprepared for a loved one's health

diagnosis can be overwhelmed by medical
terminology, treatment decisions and hospital
visits. It's times like these that families need sup-
port from extended family and friends. But even
trying to respond (much less reaching out) to

them using the phone or personal e-mails is over-
whelming and exhausting. CaringBridge was
created to help these families receive support and
provide information, while increasing time avail-
able for patients and their caregivers. Individual
CaringBridge sites can be an important tool for
families dealing with the stress of a health situa-
tion, giving them
an appropriate
CarineB fidi’ e out‘let for' sharing

. y - their feelings and

receiving support.

CaringBridge provides free personal and
private websites to patients and families when
someone 1s facing a serious health event. The site
provides a place for users to post journal entries
and photos, as well as receive messages of hope
and encouragement in a guestbook. Centralizing
communication saves time and energy. Everyone
can stay in touch, regardless of time zones and
area codes.

Maureen Anderson of North Oaks, Minnesota,
set up a site for her husband.

“I sent his CaringBridge website link to a few
Jamily members and friends, and it just mush-
roomed! Suddenly I was flooded with support and
caring messages. In no time, friends I hadn't had
time to contact were bringing over food, or even
snow-blowing my driveway. It was as if an
umbrella of caring, support and love had sudden-
ly enveloped us."

For more information, visit
www.CaringBridge.org.
Melissa Holm

651.789.3375
media@caringbridge.org

FLo
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