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Prepare to Care
Why Plan? Preparing for Potential
Care Needs in Late Life

Former First Lady, Rosalyn Carter once
said, “There are only four kinds of people in
the world. Those who have been caregivers.
Those who are currently caregivers. Those ey ‘
who will be caregivers, and those who will Y .
need care.” Caregiving affects us all, yet p
there are few existing programs preparing
individuals to serve as caregivers for older
adults or to be care receivers in old age.
This lack of preparation can lead to
increased caregiving distress and burden.

Preparation and planning can strengthen
families and help individuals age with
purpose and dignity. Planning ahead for the
possibility of needing long-term care is
imperative because the vast majority of
people over age 65 will require some type of
long-term care assistance in regards to
physical care, social resources, finances and
housing. In general, people do not
proactively plan for long-term care needs. Instead of obtalnlng information and
making concrete decisions, they are forced to act in times of crisis and under
increased stress and often emotional turmoil.

The goal of this publication is to highlight the importance of caregiving preparation,
to motivate families to be ready to address potential care needs in later life, and to
reinforce the factors that affect the likelihood of people making plans for their own
aging and end-of-life care. Just because you research options and talk about them
and have a plan for care needs in late life, does not mean you will ever have to use it.
The key however, is to have plans ifand when you need them. It is much easier to
plan when you are not in crisis than when you are.
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The following terms and definitions are important to know

when developing plans for yourself or for your relatives:

Activities of Daily Living (ADLs). ADLs is a term used to refer to people’s ability to take
care of themselves in terms of ambulating (walking), transferring (getting up from a chair),
dressing, eating, drinking, taking care of personal hygiene and taking medication. The
degree to which people can do these daily self-care activities influences a person’s need for
caregiving.

Instrumental Activities of Daily Living (IADLs). IADL:s are secondary level activities
that are not necessarily performed every day, but are nonetheless important for living
independently. Examples of IADLs include driving, doing housework, preparing meals,
shopping, managing personal finances, managing medication, and using the telephone.
Caregiver. A caregiver or carer is a paid (formal caregiver) or unpaid (informal caregiver)
person who helps another who is ill, impaired or unable to safely complete activities of
daily living. Caregiving includes both physical and emotional support. Family caregiving
(care provided by one family member to another) is the most common type of unpaid
caregiving.

Durable Power of Attorney for Finances. A durable power of attorney for finances allows
for a person to legally name another trusted person to be in charge of acting on their behalf
regarding legal and financial matters in instances where the person can no longer make
his/her own decisions.

Durable Power of Attorney for Health Care. A durable power of attorney for health care
allows for a person to legally name another trusted person to be in charge and act on their
behalf regarding medical decisions when the person themselves can no longer do so.
Long-distance Caregiving. Long-distance caregiving describes a situation in which a
caregiver and care recipient are separated by distance, usually exceeding 50 miles or at
least one hour travel time.

Long-term care (LTC). LTC encompasses a wide range of assistance, supportive and
housing services provided to individuals with chronic illness or disability unable to
function safely and/or independently on a daily basis. LTC takes place in a range of settings
from in-home companion and adult day care social support services to 24 hour skilled
nursing care depending on the care recipient’s needs, abilities, preferences, financial
means and availability of informal and/or formal caregiving support.

Planning: Planning is defined as the degree to which people think ahead to the future and
set goals as opposed to focusing on the here and now or just one day at a time. For older
adults and their family members, planning for later life should include the consideration
and possible need of long-term or later life care or providing care to an aging relative. At a
minimum, caregiver preparation should include planning for physical care, social
resources, finances, and housing. This is because health problems, frailty and dependency
are often unavoidable aspects of advanced age and often associated with age-related
diseases and disorders, including end-of-life issues and care.



Why Don’t People Plan?

If you have yet to plan for long-term care needs for yourself or a family member, you
are not alone. The tendency for Americans not to plan is often due to our cultural
values and attitudes toward aging and issues and negative stereotypes related to long-
term care. Thoughts and fears of being ill and/or frail and dependent on others, while
inevitable for many, can be frightening. People respond to this by avoiding and
ignoring thoughts of decline in later life—waiting for a crisis to occur and then being
forced to make decisions.

People also lack caregiving preparation due to assumptions made about friends and
family and care wishes. For example, it is not uncommon to assume that family
automatically knows a loved one’s preferences for later life care. It is also not unusual
for a person to assume or trust that their family members will “just know” to make
the “right” decisions when it comes to caregiving. As a result, wishes, values and
preferences go undiscussed and all family members—caregivers and care recipients
alike, can become stressed and/or overwhelmed, even disappointed or let down.

Lastly, certain barriers make it harder for some people to plan for late life. For
example, research indicates that adults with higher socioeconomic status and more
contact with adult children are likely to have concrete plans in place to help in
situations where care assistance is needed. This is probably because they have more
options from which to choose, such as the number of family members available as
potential caregivers and/or access to formal services. In comparison, less knowledge
about health and aging services is associated with a lack of caregiver planning.
Sometimes, rather than making individual arrangements for long-term care, people
will rely on a network, including health care professionals, clergy and adult children
to make plans, but this may not reflect certain preferences or values.

As people live longer in the coming decades, increasing numbers of older adults will
be living with chronic, life-threatening diseases and will require ongoing care. Failing
to think about and plan for future needs is often associated with premature
institutionalization of older adults and increased caregiver burden. According to
AARP, starting the conversation and putting a caregiving plan together before a crisis
helps families move more quickly and effectively should the need arise for caregiving
develop.



Why Should People Plan for Potential Care Needs?

The benefits of planning for later life are well documented. They help keep families
on the same page, they help family’s focus on the best interest of their loved one and
they help everyone respect the wishes, preferences and values of a loved one in
addition to roles that people will be expected to fill. Addition benefits to both family
caregivers and care recipients include:

¢ Increase Options: Without the pressure of time or a health crisis, individuals
can research and compare options, plan for financial means and get names on
waiting lists or make down payments on housing or services, if applicable.
Increased options can relieve anxiety and help families wrap their minds
around or accept what the future may hold in terms of care, safety, health,
well-being and life quality.

e More Control: Discussing and planning for caregiving needs and wishes in
advance helps give a care recipient a voice to help ensure his/her needs are
met if he/she becomes too incapacitated or impaired to make decisions. In
return, knowing a plan helps the caregiver prepare for, understand and feel as
comfortable as possible with their loved one’s wishes. With a plan, families can
work together as a team, each with their unique role, to carry it out.

e Decrease Stress: There is a peace of mind and sense of security that comes
with knowing family and health care providers recognize a loved one’s care
wishes, preferences and values. Family members, while they may not totally
agree with a loved one’s wishes, can feel comforted for knowing their loved
one’s preferences and they can use that information to help focus on what is
best for that person.

¢ Receive Preferred Care: Communicating plans and preferences to family and
friends, even doing so in writing, increases the likelihood that the preferred
care will be received. In addition, there is more likely to be an increase in
satisfaction regarding the care arrangement if preferences are recognized,
documented and honestly carried out.

Matters to Think about when Planning for Late Life Care
Because health problems, frailty and dependency are often unavoidable aspects of
advanced age and common age-related diseases and disorders, preparation for later
life, at a minimum, should include planning for physical care, social resources,
finances and housing.
e Physical Care: Planning for physical care involves seeking preventative care,
being well informed about health and wellness, making good lifestyle choices
and getting regular health exams and screenings—for both the caregivers and



receivers. It also entails discussions about what type of care will be necessary
and what is preferred and affordable to carry out activities and instrumental
activities of daily living when a loved one can no longer do so for him/herself.
Even caregivers will need to evaluate what type of physical care they
can/cannot do, especially related to medical care, hygiene and transferring.
Social Resources: Preparing for the social side of care may involve creative
ways to create or maintain meaningful social relationships. This might include
moving closer to family if possible and/or feasible, joining clubs or
organizations, volunteering, or staying connected through social media and
technology. It is important for caregivers to stay plugged in and to feel
supported. It is also important for loved ones to stay meaningfully connected
and to feel a sense of purpose despite disease and/or disability.

Finances: Financial planning should include a review of current insurance
coverage and investigating other resources to help cover long-term care
expenses, such as
long-term care
insurance and
reverse
mortgages. It
should also
include family
members asking
themselves how

much they are

willing/able to

financially help o
an aging family A
member, -m“

including parents, especially as many middle age caregivers have to think
about their children that they are likely supporting and their own retirement
just around the corner. Because so many families wait for an emergency before
talking about a long-term care plan, it is a good idea to set up an emergency
care fund—both as a potential care recipient to pay hospital bills, transfer and
prescription fees and for a caregiver due to last minute travel and
accommodations plans. Lastly, it is important that families complete and file
the proper legal paperwork necessary for family members make financial
(durable power of attorney for finances) and medical (durable power of
attorney for health care) decisions based on a loved one’s behalf if/when



he/she is no longer of capacity to make those decisions for him/herself. The
paperwork for these roles should also be accessible, especially in cases of
emergency.

e Housing: Housing adjustments and transitions should be included in planning
for late life, especially since most older adults prefer, when able, to stay in their
own home and be cared for in a home/community setting. Environmental
changes might involve home modifications, downsizing to a smaller home
requiring less maintenance or moving close to family or a support network.
Planning for housing might also include gathering information on housing
options such as assisted living facilities or nursing homes. It is important to talk
about and understand housing options and communicate concerns and
preferences.

Preparation and planning can strengthen families. The reality is that most people
over age 65 will require some type of long-term care assistance. Remember that
simply researching options and talking about or having a plan for care needs in late
life does not mean you will ever have to use it. But it is important to have plans in
place for ifand when they are needed. Planning involves making preferences and
wishes known, gathering and obtaining information, deciding on preferences,
communicating with family members, and making decisions. Attached are two
worksheets from AARP (Goals and Needs and Financial Checklist), to help get you
started.
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GOALS & NEEDS CHECKLIST

With time constraints, we often find ocursebves focusing solely on the nesds or tasks that need to

be addressed for our parents. it is egually important fo begin the comeraation about what is most
important to your loved ones as they grow older and what strengths do they bring to bear.

Goals Strengths

____ To ramain healthy and actee —___ 'Grzal nagataior

—_ To stay'move nzar Family __ Adequate =avings

__ Toremazin in my own home for &5 long s possible ___ Low-mainisnancs single story homes
__ To stay active with religious or community groups. ____ Langa network of friends

___ To maintain hobbies ___ [losa relations weth family
___ To beamund peogle __ [xhe

__ To mowe bo a residance with suppont services

(iher

I —

First determine if $iere is an immeadiate need under each area. |f there is not & pressing issue, the
f=am (with your pareni} might priontize the tasks to be addressed and develop a timeline.



GENERAL NEEDS ASSESSMENT
{One for each individual who will need care)

Area of Nead

Homia Mtaintenanca and
Living Situation

Hinancial Affalrs

Transportation Needs

Parsonal Cars

Types of Possible Tasks

____ Fay rent’morigage
____ Homa rapairs
____ (Ongoing maintenznca

Gafely conpaims

Grocery shopping & meal preparafion

Lawn care

Fai cam

Huous ekeseping

Rasaarch alternativa [ving amangements

(iher:

____ Paying bills
____ Kaeeping irack of financial records
____ Manzqing asssts

Applying and supervisng public benshis
programs

___ Drving decisions
__ Coordinating rides

___ Locating Iransportation services

____ Organization of family and profes sonzl
Cara pimviders

__ Help with daily grooming and diessing
____ Fades o hair stylist

____ Clothes shopping
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GENERAL NEEDS ASSESSMENT (0ne for each individual who will need care)

Area of Nead Types of Possible Tasks
Health Care

Dalermine madical or emolional

problems

__ Mszke, sccompany, drive of make

alizmaiz |ogustic arrangaments: for

docior's appomimenis

__ Eubmil medical nsuranca and bills

___ Explzsin medical decizions

—_ Medicafion managament [fil
poesciiptions, fill pill baxes, give

remindars, 2nd dispense medications)

___ Perloem medical tazks (wound cars,

njections, and catheier]

Communications

____ Kzaping family czregeving team imiormed

Comdinating tesm visis

Daiby checkin

Sociallzadon

____ Sending greeting and fhank you noles

___ Muranging for visilors

___ Amanginig outings

Abdzptive Devices
P Ordating, mainkaining, and paying for

adaplive devices (a.g, wheslchair,
walksr, et

Tiaiing o how o wse devices
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FINANCIAL CHECKLIST

X lem Where = it kept? Contact Name

Bznk Racords [chacking/s2vinge eccounis] Fin numier clues
mnlina fanking ard accounis with pesswords &nd clues

nsls

L

[mzhie Fower of Altomeay ior Finances

iy rantal ageemeEnls o DUEness conhEds

Compiate |51 of assels & debis

List of routine hoiusehoid bills

Faderal & Slzle T3x Refurns [past 3-5 p@ars)

I2x Prepara:

Recovts of any par=nnel knzns mada bo ofhers:

Fimancil Flamear o Emler

Life irsmznce Policy of Pollclas:

Dizabiity Insurznza {lang- and shor-tEm):

Long-Tem Cae insurance

Safe Deposk Boges) L ocallons;
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