








Introduction

Caregiving may be one of the most important roles you will undertake in your lifetime. It is not
an easy role, nor is it one for which most people are prepared. Whatever your caregiving role

Is - it will take time, effort, finance, and patience. Caregiving can challenge you intellectually
and emotionally. It will teach you flexibility and strengthen your problem solving abilities and
it can also be very rewarding.

The Kansas Caregiver Guide is being made available as the numbers continue to increase for
adults providing care for an older family member, adults with disabilities, friends and neighbors
and grandparents becoming primary caregivers for their grandchildren.

Whatever your caregiving role is, remember, you will be making a positive difference in the life
of someone you care about. The Kansas Caregiver Guide offers information and resources to
assist caregivers in their caregiving role.




Chapter 1:

Where can we turn for help?

Providing care for a relative, friend or a grandchild
may be something you never expected. A
caregiving situation can develop slowly or happen
suddenly. At various times you may be manager,
organizer, observer, and legal, medical or financial
planner. If you have a job and are juggling several
responsibilities, or if your family member or friend
needs a lot of assistance, you may need help with
caregiving.

Whether you are expecting to become a caregiver
or have been thrust into the role overnight, it is
useful to know where you can obtain information or
assistance regarding caregiving. You may also have
questions if you are a grandparent providing care
for grandchildren.

How to Locate Assistance

There are agencies available to help you determine
the type of assistance you may need. You can call:

* Your local Area Agency on Aging (AAA)
for information or assistance available in
your community. See pages 28 & 29 for the
AAA in your area.

* The Kansas Department on Aging for
information and assistance at 800-432-3535.

* The National Eldercare Locator at
800-677-1116 for information about
assistance available in other states.

* The Kansas Department of Social and
Rehabilitation Services/ Grandparents as
Caregivers Program at 888-369-4777 for
program information.

Other resources for caregivers are:
e Caregiver support groups
e Alzheimer’s associations
e Cancer associations
e Arthritis associations
e American Red Cross
e Parkinson’s associations
e Churches, synagogues, temples, etc.

e Family members and friends who have been
caregivers

If you are an employee covered under the Federal
Family and Medical Leave Act, you are entitled to
take up to 12 weeks of unpaid leave during any one
year to care for a spouse, son, daughter, or parent
who has a serious health condition. Contact your
human resources department for more information.



Chapter 2:

Services

If you are a caregiver and need help, assistance
may be available in your community. There are
eleven Area Agencies on Aging (AAA) in Kansas.
They work with community-based organizations

to provide services for caregivers. These services
are funded under the Family Caregiver Support
Program (FCSP) and there is no cost to the
caregiver for the services. The goal of the program
is to provide services to assist caregivers in their
caregiving role. Contact your local AAA for
information about these services and other programs
available in your community.

FCSP Services may include:

» Information
» Assistance
» Counseling/Support Groups/Caregiver
Training
* Respite Care
e Supplemental Services -
» Attendant and/or Personal Care
» Homemaker
* Flex Services
» Bathroom Items
* Chore
* Repair/Maintenance/Renovation
» Transportation
» Services may also be available for
Grandparents or Relative Caregivers

Check with your local AAA for the services
available in your area.

Service Definitions:

Information: Group services, including
public education, information at health

fairs and other similar events. (Outreach
interventions for the purposes of identifying
potential caregivers and encouraging their
use of existing services and benefits.)

Assistance: Information on an individual
basis on how to gain access to caregiver
services.

Counseling, Support Groups or Caregiver
Training: Providing counseling, training,

or instructions about options and methods

to assist a caregiver in the areas of health,
finance, and in making decisions and
resolving problems relating to their role.

Respite Care: A brief period of relief or
rest for caregivers. It can be in the form of
in-home respite, adult day care respite, or
institutional respite for an overnight stay on
an intermittent, occasional, or emergency
basis. Respite for grandparents may include
day care, after school or camp activities.

Grandparents or Relative Caregiver:
Services may include Information,
Assistance, Individual Counseling, Support
Groups, Training, Respite, or Supplemental
Services. The child being cared for must be
younger than 19. The grandparent or relative
caregiver must be 60 years or older, live with
the child, be the primary caregiver, have
legal custody or guardianship or be raising
the child informally.

Supplemental Services: Other services
provided on a limited basis such as:
Attendant and/or Personal Care, Bathroom
Items, Chore, Homemaker, Flex Services,
Repair/Maintenance/Renovation, or
Transportation.

Transportation: Is a vital service to older
persons with limited mobility. Many public
transit systems are fitting buses and other
vehicles with hydraulic lifts and other

aids to assist older persons and others

who have physical disabilities. To arrange
transportation for an older person in your
community, contact your local Area Agency
on Aging or public transportation provider.



Flex Service: The local Area Agency on
Aging may provide a service or item that is
not listed or defined as a Family Caregiver
Support Program Service.

Homemaker: Assistance with meal
preparation, shopping, light house work, or
laundry.

Chore: May include basic household tasks
or yard work. Your local Area Agency on
Aging may be able to arrange for chore
services or put you in touch with religious,
scout or other volunteer groups that provide
one-time or occasional services to older
persons who need help.

Attendant and/or Personal Care: To
supervise and/or assist with bathing,
medication, dressing, personal appearance,
feeding, transferring, and toileting under the
direction of a licensed health professional.

Bathroom Items: May include the purchase
price and installation costs for toileting and
personal hygiene items. These items may
include, but are not limited to: grab bars,
toilet riser, tub bench, commode, hand-held
shower.

Repair/Maintenance/Renovation: These
services can make homes safer and more
energy efficient, which may result in greater
independence for an older person with
disabilities.

Determining the Type of Care You Need

If you decide to hire a home care employee, you
need to determine how much and what type of
help your older relative needs. The following are
descriptions of some of the types of home care
personnel:

» Chore workers perform basic household
tasks. Chore workers often do heavier types
of cleaning such as washing windows and
other heavy cleaning.

* Ahomemaker may be supervised by
an agency or you and provides meal
preparation, household management,
personal care, and medication reminders.

* Ahome health care worker may provide
personal care, help with bathing, transfers,
walking and exercise, household services
that are essential to health care and
assistance with medications.

General Eligibility Requirements for Home Care
Benefits

Medicare may pay for home health care services
through a certified home health care agency if a
physician orders these services. Home health care
agencies focus on the medical aspects of care and
provide trained health care personnel. For a patient
to be eligible for services paid for under Medicare,
they must need skilled nursing assistance, or
physical, speech, and/or occupational therapy.
Home health care workers are a supplement to this
care. If your older family member or friend needs
additional hours of care or requires custodial care,
they may be eligible for services under Medicaid.

Home care agencies, which can be nonprofit or
for-profit, recruit, train and pay the worker. You are
responsible for paying the agency. Social Service
agencies, in addition to home care services, may
provide an assessment of the client’s needs by a
nurse or social worker, and they can help with

the coordination of the care plan. If services are
being covered under Medicare, your doctor, care
manager, or discharge planner will probably make
arrangements with a home health care agency.



Selecting an Agency

Ask the following questions when evaluating an
agency.

* What type of employee screening is done?
* Who supervises the employee?

» What types of general and specialized
training have the employees received?

* Whom do you call if the employee does not
arrive to provide service?

* What are the fees and what do they cover?
» Isthere asliding fee scale?

¢ What are the minimum and maximum hours
of service?

e Are there limitations in terms of tasks
performed or times of the day when services
are furnished?

Chapter 3:

Housing Options

Sometimes it is not possible for a caregiver and care
receiver to live together.

e The level of care that your care receiver
needs may require highly skilled health
care personnel on a regular basis. In
this case, an extended care facility, such as
assisted living or a nursing facility, may be
an option.

e The care receiver may live in another
town and does not want to move.

e There may not be room in your home, or
family members may not want to live
together.

Whatever the reason, living in a separate household
does not mean that you cannot be a good caregiver.
You and the care receiver may, however, need

to make arrangements for additional help and/or
services. They can be provided either in his or her
present home or in a new housing arrangement.

Points to Consider When Choosing Housing or
Living Arrangements

When providing services to persons who have
limitations in their mobility and multiple physical
needs, the type of housing and living arrangements
are critical. Housing and care in this instance go
hand in hand. There are many types of housing
arrangements available.

Before making a housing choice, you and your care
receiver should assess all of your needs.

*  What housing options are available?

e What facilities are available in the
community, and how much will they cost?



*  How are you going to pay for housing
and services?

»  Are there guarantees that the facility is
financially secure?

You and the care receiver will want to ask

these questions before making a decision about
moving into a new housing arrangement. If this
arrangement involves a large entrance fee or deposit
or the signing of a contract, you may want to
consult a lawyer before making a commitment.

Choosing Housing Options

Regardless of what the facility is called, check it
out thoroughly before making a decision. Some are
licensed or accredited while others are not.

e Licensing is an evaluation of a facility’s
operation in accordance with government
regulations.

e Many skilled and intermediate care
nursing facilities are accredited to
accept patients under the Medicare and/
or Medicaid programs. This means
they must meet certain standards and
provide certain services.

You will need to ensure that the facility is the right
one for your care receiver. Even if you are not
thinking about housing options in the foreseeable
future, it is wise to have several in mind in case an
emergency arises and you need temporary care for
your care receiver. Home care agencies often do
not have staff available to fill in on short notice,
and you may need the services of a long-term care
facility.

You can:
o Start your preliminary search by phone.

*  Visit those facilities that have the services
your care receiver wants and needs.

e Take the care receiver to see the facility.
Better yet, visit several and let the care
receiver make the final choice, if at all
possible.

Types of Housing or Living Arrangements

The costs for various housing options is variable.
The type of housing needed may vary depending on
where you live, or the assistance needed to assist
the care receiver with Activities of Daily Living
(ADL’s). Contact your local Area Agency on Aging
(AAA) or Social and Rehabilitation Services office
for more information or assistance.

» Continuing Care Retirement Communities
offer varying levels of care in the same
building or on the same campus. Both
retirement and continuing care communities
may encompass everything from housing
for independent living to assisted living and
skilled nursing home care. They are usually
designed for older persons with substantial
financial resources.

* Nursing Homes provide an array of services
such as 24-hour skilled nursing care for total
care patients; custodial care; therapy for
patients convalescing from hospitalizations;
personal care; and help with ADLs for
persons with dementia, chronic health, and/
or mobility problems.

* Boarding Care Homes can be an
alternative to nursing home placement.
These homes provide a room, laundry,
cleaning, 24-hour supervision for residents
who due to functional impairment, need
supervision of activities of daily living but
who are ambulatory and essentially capable
of managing their own care and affairs.

» Residential Health Care Facilities provide
residents with an individual living unit with
a private bathroom but not necessarily a
kitchen. They provide meals, housekeeping,



and usually some personal care and
assistance with ADLs. Usually a caregiver
is on-site, with medical personnel making
periodic visits.

o Assisted Living Facilities may provide
everything, including skilled nursing care.
Others provide only personal care, assistance
with ADLs and/or social activities.

* Home Plus facilities are private residences
which offer 24-hour supervision and care for
five people or less. These homes provide a
room, meals, 24-hour supervision, personal
care, and they may include supervised
nursing care.

Questions to ask before you sign a contract:

1. How much will it cost, including add-ons to
the rent?

2. What is the cost or policy for telephone,
television, or cable hook up?

3. s there a cost for transportation, laundry,
meals, etc?

4. How are cleaning standards maintained?

5. What is the staff to resident ratio for a 24-
hour period?

Chapter 4:

Caring for Both of Us

Sometimes you may be so deeply concerned about
the well-being of the person for whom you are
caring that you forget your own needs. Don’t “burn
the candle at both ends” and become exhausted,
emotionally stressed or ill. This could compromise
your own quality of life and your ability to care for
both you and your care receiver.

Taking care of your own health will help you

to better care for your loved one. Take time for
you. You owe it to yourself and to your family to
maintain your own physical and emotional health

by:

e Getting sufficient sleep

»  Eating a healthy diet

e Staying physically fit

*  Having periodic health check-ups

*  Not abusing alcohol and drugs

e Spending social time with family and friends

e Pursuing your own interests

*  Seeking support from family, friends,
professionals, religious advisors or
joining peer support groups

e Using appropriate in-home and community-
based services.

Your Actions

Caregiving can be a difficult, as well as a rewarding
undertaking. You may be troubled by feelings that
you didn’t expect. For example: at the same time
you feel love and concern, you may feel hostility

or resentment; anger, sadness or grief; helplessness
and embarrassment. In caregiving, a confusing mix
of emotions is normal. Recognize your emotions
and if needed seek help. Many caregivers have
similar feelings.



Caring for Yourself

You may feel pressure from your job or family.
Know the warning signs that you are reaching a
breaking point:

e Shortness of temper

»  Sleeplessness

»  Physical problems such as loss of
appetite, headaches, fatigue, shortness of
breath and dizziness

e Withdrawal from people close to you

*  Financial problems

»  Disinterest in normal leisure activities

* Inability to accept help from others

Remember another person is depending on you; if
you are not in good health, that person may suffer.

Humor

Maintain a sense of humor. Being able to see
humor in difficult situations may relieve tension.
Taking a lighthearted view can alter the meaning
of a situation that might otherwise appear
overwhelmingly depressing. Jokes, comics or
funny movies can fill a void if you cannot find
something funny on you own.

Myths

Older Americans and their caregivers sometimes
fall victim to myths that become self-fulfilling

prophecies. One is that being old means being sick.

The other is that old age and dementia go hand-in-
hand. The truth, however, is far more positive.

Truth # 1. Old age and sickness are not
synonymous. The majority of older people
are healthy, and, if they are not, many chronic
conditions and illnesses can be controlled

or treated. Visit with your care receiver’s
physician on how to treat his or her illness.

Truth # 2. While the incidence of dementia
increases as people age, the majority of
older people score well on tests of cognitive

functioning. Those who do not often have
underlying medical problems which account for
decreases in cognitive functioning.

Maximizing the Care Receiver’s Independence
and Health

Keeping or restoring health in the later years often
requires more effort and determination than when
you were younger. It includes:

»  Ahealthy diet. If your relative or friend
has medical problems, you can ask the
physician if changes in diet should
be made and whether you should consult a
registered dietician for additional
information.

e Supplements of certain vitamins and
minerals should only be given if ordered
by a physician. Always remember
that more is not always better, that
nothing takes the place of a healthy diet,
and that some vitamins and herbs can be
dangerous if taken in excess or in
the presence of certain medical
conditions.

e Taking prescriptions as ordered by a
physician. Drug interactions can cause
symptoms that may mimic Alzheimer’s
Disease.

. Exercise. If your care receiver or friend
is reasonably healthy, he or she can begin
a regular program of exercise including
stretching, weight training, and low impact
aerobics, after discussing it with his or her
physician. Exercise can help one avoid
accidents, improve strength and mobility,
lower blood pressure, and it can help
prevent or control some diseases. If your
care receiver is frail or ill, you can ask the
physician about what exercises may be
appropriate. Over time, these exercises can
help increase strength and mobility.

e Staying involved with family and friends.



e Taking part in community activities, such
as going to senior center activities.

Choosing Health Care Providers

When choosing physicians, check their
qualifications. What is their academic background
and experience? Are they board certified in their
practice area? You may want to accompany your
care receiver to the appointment and take notes.
This helps to ensure that you both understand what
medical course of action is recommended, and it
gives you the opportunity to observe the interaction
between the doctor and your care receiver.

The health care provider’s attitude toward older
persons is important. Is he or she interested in
caring for older persons, and is he or she willing
to take the extra time to conduct a thorough
examination? Can you and your care receiver ask
questions?

One note of caution—If your care receiver is not
in managed care, try to choose health care providers
that are either preferred or participating providers

if your insurance requires it to make standard
payments. Otherwise, you may be responsible for
a large percentage of the bill. This is also true for
hospitals and all of their subcontractors, such as
anesthesiologists.

If your care receiver is limited in his or her physical
abilities, ask the physician about the possibility of
having physical, speech, or occupational therapy.

When Your Care Receiver Lives With You

It is important for you, your care receiver, and
other family members to evaluate the positive

and negative aspects of living together. This is
especially true if you are an employed caregiver or
if you have other family responsibilities.

Every family’s situation is unique. The following
list includes some of the benefits and drawbacks
that may result. It is important for your care receiver
to take part in the decision, and to be a valued and

contributing member of the family with meaningful
roles, whenever possible.

Points to consider:

» If your care receiver needs considerable
care you will save the expense of a long-
term care facility or, at least, some in-
home services.

* You know that your care receiver is getting
the best possible care because you are either
providing it yourself or directly overseeing
the care.

* You may have to make major decisions,
which can give you a sense of
empowerment.

* You will have more time to spend with your
family member.

» What, if any, physical changes need to be
made to your residence and how much will
it cost?

» Your children will have an opportunity to
spend more time with their grandparent(s) or
other older relative(s).

» If your care receiver is fairly healthy, he or
she may help with household tasks, and/or
with the children.

* You may have less time for yourself and/
or other family members and if you work
there may be conflicts between your job and
caregiving responsibilities.

» Depending on your lifelong relationship,
you may find that you and/or your care
receiver resent changes in your relationship.

* You may lose some of your privacy.
e Other family members may resent the new

arrangement. There may be less space for
everyone in the family.



* You may find that hands-on caregiving is too
physically and/or emotionally demanding.

If you decide that you do want to live together,

you might want to try it on a trial basis. You might
consider renting or subletting your care receiver’s
home on a short-term basis so that he or she has the
option of returning home if the new arrangement
does not work out to everyone’s satisfaction.

Will Intergenerational Living Work?

As a guide, you may want to ask the following
questions:

1. Is your home large enough so that everyone
can have privacy when they want it?

2. s there a separate bedroom and bath for
your care receiver, or can you create an
accessory apartment?

3. Are these rooms on the first floor? If not, can
your relative climb stairs safely?

4. Can you add to or remodel your home to
provide a first-floor bedroom and bath? Do
you need to add safety features such as
ramps and better lighting?

5. Does the bathroom have a shower? Is it
large enough to accommodate a wheelchair
if needed, and can safety features, such as
grab bars, be installed to prevent falls?

6. Are door openings wide enough for a
wheelchair?
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Chapter 5:

Living Day to Day

As a caregiver, you become involved in day-to-
day efforts to keep things going. You tend to forget
that each day can be an opportunity to try new
approaches and activities that will make a positive
difference in your life and the life of those you care
for.

Caregiver Survival Tips

Plan ahead

Learn about available resources
Take one day at a time

Develop contingency plans
Accept help

Make YOUR health a priority
Get enough rest and eat properly
Make time for leisure

. Be good to yourself!

10. Share your feelings with others

©CooNo kN R

Stand back and take a look at your situation, what is
working and what isn’t. You may want to set goals
or establish routines to meet you care receiver’s
needs (family conferences are useful to develop
goals, make long-term plans). Seek activities to
which you and the care receiver can both look
forward to. Find ways to economize your work
load. Keep other family members, friends, and
neighbors involved with giving care. If help is
needed, be specific in your request.

Sharing Time Together

Obviously, if you want your care receiver to live
with you, you will want to share times together.

* Set aside times to talk.

» Involve your care receiver, if possible, in
family outings and social events. Even
errands, such as shopping, can be something
of a social event. Be sure to give your
relative a chance to participate in decision
making.



* Invite other family and friends to your home,
and let them know that you are available to
come to their house as well. You want to
ensure that other family members do not feel
that they have been “displaced.” Reassure
them that they are as important to you as
ever.

Hands-On Caregiving

If your care receiver needs considerable help, a
well-planned routine can make the more demanding
parts of your caregiving day go more smoothly,
take less time and help to ensure that your care
receiver does not develop problems which could be
prevented.

» Make a list of all the things you need for
morning and bedtime routines, buy several
of these items, and have them close at hand.
If you use items in several different places,
have duplicate items stored in these rooms.

» If your care receiver needs a lot of
assistance, have someone help you with
the morning and bedtime routines. Getting
up and going to bed often are the most
challenging times of the day.

» Practice good oral hygiene that includes
tooth brushing, denture cleaning, and
cleaning around the gums, preferably after
every meal. Persons with disabilities or
medical problems may need special care in
addition to daily hygiene routines.

If your care receiver is disabled, has poor
eyesight or cognitive impairments, you may
need to remind them about personal hygiene
and/or assist them. Poor hygiene can

result in rashes or sores and other problems
that could cause discomfort and serious
infections.

There are new commercial products that
make incontinence much less of a
problem than it once was because they
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help keep clothes and bed linens clean
and dry.

Older persons with limited movement
should be turned in bed on a regular basis to
prevent skin breakdown and sores. Pressure
relieving mattresses help to prevent pressure
sores. It is important to move older persons
with disabilities at least once an hour.

Make lists of:
* Morning and bed time routines
* Medical personnel with their area of
expertise, addresses and telephone
numbers

* Home health agencies

»  Other people who can help or fill in
if you need additional help

* Where needed items are kept, such
as thermometers and blood pressure
monitors

* Medications, when they are to be
taken, and where they are stored

» Exercise schedules and directions

» Emergency contacts and their
telephone numbers

These lists and other needed information can be
put into a clearly marked notebook and kept where
others can easily find them. This book should be
complete enough so that someone filling in for you
will know exactly what is needed and what to do.



Extra Tips
Safety

Quick, easy, and readily available ways to
communicate with others that can help in an
emergency are a must for you and your care
receiver. You may want to invest in:

o Acordless speaker phone with memory
so that you can simply hit one button in
an emergency to get help without
compromising the safety of your care
receiver.

*  Acellular phone if you and your care
receiver travel.

*  Asignal system which will summon help
with the push of a button.

*  Aspecially equipped telephone with
speed dialing, a large digital display for easy
reading, and ring and voice enhancer, if your
care receiver has hearing problems.

*  Anintercom or baby monitor that will
alert you if your care receiver is having
problems when you are in another room.

If your care receiver is disabled, you will want to
ensure that he or she:

*  Has aclear path through each room, that
there are no rugs or raised room dividers to
trip over, and no slippery floors. You
can carpet the bathroom with all-weather
carpeting to help prevent falls.

»  Uses a cane or walker, or is secure in his
or her wheel chair. If your care receiver
is weak, a tray that attaches to the wheel
chair can prevent falls and it gives them
a place for drinks, magazines, etc.

. Cannot fall out of bed. Position the care
receiver in the middle of the bed so that she
or he can turn over without fear of falling.
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Meals

As people age, they sometimes experience problems
with chewing and swallowing, but there are ways
to minimize these problems. The need for certain
nutrients in older person’s diets may also change.

Avoid foods that are high in:

Saturated fats.

Salts, chemical preservatives and additives.
Sugar and calories that do not enhance
nutrition, but may add to excessive weight

gain.

Make sure they drink enough fluids.

Caring for Your Home

If your care receiver is confined to bed,
consider having a vase of flowers (even if
they are artificial) on the table or next to the
bed, and open the curtains to let the sunshine
in.

Use light-weight, plastic easy-grip glasses,
or cups with handles. If there is a lot of
spillage, try a drink holder with a lid and
plastic straw insert.

If clothes are wrinkled, you can put them in
the dryer with a wet towel or sponge on a
warm setting. This often saves a lot of time
ironing.

If your care receiver is incontinent, you can:

Use washable or disposable pads on the
bed above the sheet,

Place rubberized sheets underneath the
bed sheet, and

Use a stain and water resistant mattress
pad.



e Use water-resistant pads or heavy towels
on the wheelchair or furniture that your care
receiver uses. If you travel, keep pads in the
car for use on the car seat and when visiting
other places.

*  Purchase washable or disposable
incontinent briefs.

Exercise

In consultation with your care receiver’s physician
and physical therapist, you can plan a routine of
exercises. Exercises, even for the older person
who uses a wheelchair or is in bed, help to improve
circulation, lung and heart function, posture and
mental alertness.

If appropriate, vary the exercises and challenge
them to do better. Exercise with them. If they are
confined to a bed or wheelchair, try to get them to
exercise at least five minutes every hour, and again,
regularly change their position to prevent pressure
sores.

Clothing

Regardless of your age or physical condition, you
want to look and feel your best. When buying
clothing, consider the following:

e  Clothing that is washable and wrinkle-
free saves on dry-cleaning bills and ironing
time.

. Slacks and skirts that have elasticized
waistbands or tie waistbands are easier to
get on and off and are more comfortable.

e Clothing with snaps or zippers and some
that button down the front are easier to
put on.

»  Shoes that will not slip off easily and
have a non-skid tread.

* Interchangeable and color coordinated
clothing, e.g. slacks and tops that can go
with several others.
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Entertainment, Entertaining and Travel

Create activities that you and your care receiver can
look forward to. There are many activities that frail
and disabled older people can enjoy. You can:

*  Choose a TV program to watch each day
rather than having the TV going nonstop.

e Get large print and talking books from
the library and read together.

»  Check for special events that are low-
cost or free. Invite a friend or family
member to join you, preferably one who
can drive or help you if your care
receiver has a disability.

e Go out to lunch or for the early-bird
specials at restaurants.

*  Visit an art-hobby store and see what is
available in the way of arts or crafts
projects that you and your care receiver
can enjoy.

e Invite family or friends over for dinner
or lunch. If you have limited funds to
entertain or do not have time to prepare
food, have them over for dessert or
snacks. Ask each of them to bring
something.

»  Plan day trips to local places of interest.
Again, invite a friend or family member
to join you.

* If you can afford to do so, go on a
vacation. You can share the adventure
and expense with other family members
or friends. Many places offer senior
discounts. Make sure they can
accommodate your needs, especially if
your care receiver is disabled. Large
hotel and motel chains now go out of
their way to help if you make your needs
known to them. In addition, there are
companies and organizations that plan



trips for persons with limitations in their
mobility. Many travel books have

special sections on accommaodations, travel,
and activities for those with limited mobility.

» If you have the room, invite friends or
family members to come and stay with
you for awhile in your home.

e Check colleges, religious organizations,
and community centers for free courses
and other activities.

*  Visit museums, galleries, botanical and
zoological parks or a petting zoo.

e Ifappropriate, get a pet. Your local
shelter or humane society has pets
available for adoption.

e Get a computer with internet access so
you can e-mail friends, join in chat
rooms, learn about things that are of
interest to you, and enjoy computer games.

e Contact your local Area Agency on
Aging about friendly visitor and volunteer
programs.

Many fraternal, religious, and social organizations
have activities specifically for older people. This
can be a great way to extend your circle of friends
and supportive network.
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Chapter 6:

Long Term Care

Some older persons have very limited incomes

and assets and are eligible to participate in a
number of benefit and assistance programs. Others
have adequate assets to cover their regular living
expenses, but they cannot pay for long-term care for
an extended period of time.

Programs for Older Persons with Limited
Incomes and Assets

Meals and In-home Services

If the person for whom you are caring has limited
income and resources, there are programs that

may be able to help. You may want to find out
about the Food Assistance program which provides
opportunities to purchase food. Your care receiver
may be able to participate in a group or home-
delivered meals program, and they may be able to
receive supportive in-home services through your
local Area Agency on Aging.

Benefit Programs

In addition to Social Security, the Supplemental
Security Income program provides benefits to
persons with limited incomes and assets who are
blind, disabled, or 65 or older. To find out about
these programs, contact your local Area Agency
on Aging or the Kansas Department of Social

and Rehabilitation Services. If your care receiver
served in the armed forces during wartime or has
a service-connected disability, you should inquire
about veterans benefits and services.

Housing Programs

There are housing programs for older persons with
limited incomes who do not own their own homes.
These programs include public housing and Section
8 rental certificates that may be available to low-
income persons regardless of age.



Health Benefits

You may want to check with Social and
Rehabilitation Services regarding programs, such
as the Qualified Medicare Beneficiary program,
that assist low-income Medicare beneficiaries.

This program helps low-income seniors with the
premium and deductibles associated with Medicare.
In addition, the Medicaid program may cover some
of the medical expenses not covered by Medicare,
such as prescription medications, and, in some
cases, long-term home health and in-home personal
care.

You also may want to explore the possibility of
purchasing medigap insurance. Medigap insurance
is private insurance which can cover health care
not covered by Medicare as well as Medicare
deductibles.

Long term care insurance can pay a set amount or a
percentage of costs for long-term care both at home
and in long-term care facilities. However, long-
term care insurance may:

*  Be quite expensive for persons aged 70
or older.

e Beunavailable to persons of advanced
ages.

*  Not pay in the case of pre-existing
conditions.

Tax Deductions and Credits

Out-of-pocket expenses associated with long-

term care, including custodial care, long-term

care insurance premiums, prescription and
nonprescription drugs, and items such as incontinent
supplies, are tax-deductible as medical expenses.
The expenses must be for the care of a chronically
ill individual who needs help with at least two
Activities of Daily Living or requires “substantial
supervision to protect against threats to health and
safety due to severe cognitive impairment.” Tax
credits generally benefit low-income taxpayers, and
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they usually require the caregiver to live with the
care recipient and to be employed outside the home.

Covering Long-Term Care Costs

Many caregivers and care receivers may not qualify
for public-funded assistance. They may have
substantial income and assets, but do not possess
the financial resources to pay for needed services
for extended periods of time without impoverishing
themselves. In caregiving, many families deplete
the resources they accumulated over a lifetime. If
this happens, caregivers may try to provide all of
the needed care. This can be difficult for spouses
who are frail or have medical problems, as well as
for family members who work and/or have children.
In these instances, you and your older relative
should consider asking other family members to
contribute to the cost of care and/or to provide some
of the care on a regular basis.

If formal part-time care and informal help from
families is insufficient, the older person can enter a
skilled nursing or other long-term care facility that
is certified to accept Medicaid patients.

Ways to Maximize Your Assets

Most caregivers need to budget wisely and
maximize the care receiver’s assets. There are
several ways to do this:

e If your care receiver wants to remain
at home, he or she could live on one
floor and rent out rooms in the rest of
the house through a house - sharing
arrangement. This arrangement can
bring in a substantial amount of income
where housing is relatively expensive or
in short supply.

*  Rent out the residence and have your
care receiver move to a smaller home,
an apartment, your residence, or other
housing option. Renting out a residence and
house-sharing both provide income that will
usually keep pace with inflation, and they



can offer tax advantages. Improvements,
repairs, andall or part of the house can be
depreciated. If your care receiver lives in
the house, they can claim some of

the utilities as a tax exemption.

»  If the house is in an unsafe area, or in a
neighborhood or community that is
declining in value, it may be best to sell.
Another possibility is to provide room and
board to someone in exchange for
caregiving and/or other needed services.
There are several drawbacks to this
arrangement, however.

It may be difficult to:

. Prove to the IRS that your care receiver
member has received home health
services in exchange for room and board.

. Depreciate the room for tax purposes.

. Ensure that the home care employee
honors his or her part of the arrangement
— providing services in exchange for
room and board.

A preferable arrangement is to rent out the

room(s) and pay a home care worker. Some home
care employees prefer to work as independent
contractors. This arrangement frees you from
dealing with Social Security, workers compensation,
and from withholding taxes—all of which can be
complex and time-consuming. In this case, the
contractor is responsible for paying Social Security
and other taxes. There are rules that must be
followed for a person to be a contractor rather than
an employee. Thus, be sure to consult an income
tax preparer, lawyer, or financial planner before
considering this arrangement.

Contact your insurance company to be sure you are
covered against possible liability should property be

stolen, damaged, or destroyed, or if a renter or home

care employee suffers injury. If you pay the home
care worker as an employee, there are companies,

listed in the Yellow pages under payroll preparation
services, that issue salary checks and arrange for
withholdings for a fairly nominal fee.

Reverse Equity Mortgages are another option if an
older person wants to remain at home and receive
monthly payments from a lending institution.
However, the upfront costs for negotiating this
type of loan can be considerable. Before making
a decision, talk to your lawyer and, if possible, a
home equity conversion counselor. Contact your
local bank for more information.

Sale-lease back arrangements allow older people

to sell their homes and remain as life-time tenants.

However, this arrangement is legally complex, can

impact on an older person’s eligibility for Medicaid
and similar benefits, and precludes benefiting from

any future gains in the value of the property. Other

ways to save money include:

» Checking to see if there is property tax
relief for older home owners and what
the eligibility requirements are.

 Joining clubs or organizations that offer
group supplemental health and car
insurance plans and discounts on other
items and services. Buying at discount
and thrift stores during sales and with
coupons.

» Checking with mass transit and taxi
companies about senior discounts, non-
peak hour ride discounts, and free
ride services for persons with low-incomes.

» Asking plumbers, trash pick-up
services, restaurants, etc. if they offer
discounts to older customers—many
do, but sometimes only if you ask.

You may be able to save 10 to 75 percent on some
items and services if you follow these suggestions.



Lastly and probably most importantly, if you are
helping with expenses, be sure your care receiver’s
assets and your assets are carefully reviewed. Are
you getting the best return on your investments
without risking your principle? Are you aware of
all of your care receiver’s bank accounts, stocks,
bonds or other assets? What about pension plans?
Some older persons are not getting the money to
which they are entitled from pension plans they
contributed to years ago.

Having reviewed your assets, what changes can you
make to bring in more income?
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Chapter 7:

Caregiving

Today, one in four American families care for an
older relative, friend, or neighbor. An estimated

25 to 40 percent of women care for both their older
relatives and their children. Half of all caregivers
also work outside the home. It is no wonder then
that caregivers often need help. Depending on your
work, living, and family arrangements, there are a
number of things you can do to make caregiving
easier.

Ways to Make Caregiving Easier

* Work Options and On-the-Job Training
Programs. If you are a working caregiver,
it is important to discuss your needs with
your employer. Telecommuting, flextime,
job sharing or rearranging your schedule
can help to minimize stress. Increasingly,
companies are offering resource materials,
counseling, and training programs to help
caregivers.

e Involving Older Children. If you have
older children living at home, they may be
willing to assist your older family member.
Such responsibility, provided it is not
overly burdensome, can help young people
become more empathic, responsible, and
self-confident. It can also give you needed
support.

» Asking Other Family Members to Help.
You can and should ask family members to
share in caregiving. A family conference
can help sort out everyone’s tasks and
schedules. Friends and neighbors may be
willing to provide transportation, respite
care, and help with shopping, household
chores or repairs.



Sources of Information

If you need additional information and assistance
in caring for your older relative or friend, you can
contact:

» The Area Agency on Aging serving your
older relative or friend’s community. They
can provide information about in-home
and community services. Information also
is available about benefit and assistance
programs for older persons with limited
incomes. These include:

» Subsidized housing

* Food Assistance benefits

» Supplemental Security Income

* Medicaid

* The Qualified Medicare Beneficiary
program, which covers the cost
of the Part A and B insurance
premiums, deductibles, and
coinsurance for low-income older
persons

In addition, the AAA can direct you to senior
centers and adult day programs. These programs are
particularly helpful to working caregivers who want
a safe environment with planned activities for their
older relative.
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Chapter 8: How Do I Hire

a Home Care Employee?

You may want to explore the option of hiring a
home care employee directly.

Hiring a Home Care Employee
Avenues for hiring home care aides include:

»  Asking other caregivers for referrals.

»  Going to senior or other employment
services.

e  Contacting agencies that assist displaced
homemakers and others entering the job
market.

e Advertising in the newspapers.

Screen home care employees carefully to ensure
that they have the necessary qualifications, training,
and /or temperament.

Interviewing Applicants

Your interview with a prospective home care
employee should include a full discussion of the
client’s needs and limitations, a written copy of the
job description, the home care worker’s experience
in caregiving, and his or her expectations.

Special Points to Consider:

» If the older person needs to be transferred
from a wheelchair, make sure the aide
knows how to do this safely.

» Do not try to hire someone on a 7-day-a-
week basis. No employee can remain a
good employee for long if they do not have
time for their personal needs and interests.
Additionally, aides who live in or sleep over
cannot be expected to be on call 24-hours
a day. If your older relative needs frequent
help or supervision during the night, you
should hire a second home care aide or have



a family member fill in. If your care receiver

needs a considerable amount of help, live-
in help may be less expensive than hourly
or per day employees. However, keep in
mind that you will be providing food and
lodging, and that it may be more difficult to
dismiss live-in aides, especially if they do
not have alternative housing available. It
also is important to ensure that the aide has
his/her own living quarters, and that he/she
has some free time during the day, sufficient
time to sleep, and days off.

References

Have applicants fill out an employment form that
includes:

» full name

* address

e phone number

» date of birth

 social security number
* educational background
» work history

» references

Ask to see their licenses and certificates, if
applicable, and personal identification including
their Social Security card, driver’s license, or photo
ID.

Thoroughly check their references. Ask for the
names, addresses, phone numbers, and dates of
employment for previous employers, and be sure
to contact them. If there are substantial time gaps
in their employer references, this could indicate
they have worked for people who were not satisfied
with their performance. It is best to talk directly to
former employers rather than accepting letters of
recommendation. With the applicant’s permission,
conduct a criminal background check.

Job Expectations

When hiring a home care worker, it is important
to list the job tasks and to ask applicants to check
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those they are willing to perform. You should also
discuss:

e vacations
* holidays/absences
e lateness

» benefits and wages
» the amount of notification time each of you
should give if the employment is terminated

If you work and are heavily dependent on the home
care assistant, emphasize the importance of being
informed as soon as possible if he/she is going to
be late or absent so that you can make alternative
arrangements. It is helpful to keep a list of home
care agencies, other home care workers, neighbors,
or family members who can provide respite care, if
needed.

Be clear about:

» the employee’s salary

» when he or she will be paid

» reimbursement for money the aide may
spend out of pocket

Needed Information

When hiring a home care assistant, it is helpful to
spend a day with him or her, so that you can go
through the daily routine together. At the very least,
you need to inform the home care worker, both
orally and in writing, about the older person’s:

» likes and dislikes,

» special diets and restrictions,

» problems with mobility,

 illnesses and signs of an emergency,

» possible behavior problems and how best to
deal with them,

» therapeutic exercises,

* medications, when they are taken, and how
to reorder them,

» dentures, eye glasses, and any prosthesis.



Also provide information, orally and in writing,
about:

* how you can be contacted

e contacts in case of an emergency

e security precautions and keys

e clothing

* medical supplies—where they are
kept and how they are used

» food, cooking utensils, and serving
items

e washing and cleaning supplies and
how they are used

» light bulbs, flash lights and the
location of the fuse box

» the location and use of household
appliances

Transportation

If free or low-cost transportation is not available,
try to hire someone who drives. This can save you
substantial amounts of money in taxi or commercial
van ride fares. If the home care employee is going
to drive your family car, you must inform your
insurance company and provide a copy of the aide’s
driver’s license to your insurance agent. Your
insurance company will check to see if the license
has been revoked, suspended, or if the aide has an
unsatisfactory driving history. If the home care
assistant has a car, discuss use of his/her car on the
job and insurance coverage.

Insurance and Payroll

Check with your insurance company about
coverage for a home care employee, and contact the
appropriate state and federal agencies concerning
social security taxes, state and federal withholding
taxes, unemployment insurance, and worker’s
compensation.

If you do not want to deal with these somewhat
complicated salary withholdings, payroll
preparation services can issue the employee’s check
with the necessary withholdings for a fee.
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Some home care aides work as contractors. Even

in these cases, you must report their earnings

to the Internal Revenue Service (IRS). Before
employing an aide on a contract basis, consult your
financial advisor or tax preparer to make certain
you are following the IRS rules that govern contract
workers, because there can be a fine line between
who is considered to be an employee versus a
contractor.

Ensuring Security

Regardless of who cares for your elderly relative,
protect your private papers and valuables by putting
them in a locked file cabinet, safe deposit box, or
safe.

* Make arrangements to have someone you
trust pick up the mail, or have it sent to a
post office box where you can pick it up.

* Check the phone bill for unauthorized calls,
and, if necessary, have a block placed on
900 numbers, collect calls, and long-distance
calls. You can always use a prepaid calling
card for long distance calls.

» Protect checkbooks and credit cards. Never
make them available to anyone you do not
thoroughly trust.

» Review bank, credit card statements,
and other bills at least once a month, and
periodically request credit reports from
a credit report company. Your bank can
provide you with the names and addresses
of these companies. If you do leave valuable
possessions in the house, it is best to put
locks on cabinets and closets and to have an
inventory with photographs.

Identifying and Handling Abuse

When you employ others to provide care, be alert
to the possibility of abuse. Abuse is one of the
primary reasons why it is so important to carefully
check the references of a prospective home care



aide. You can help to prevent abuse situations by:

» Ensuring that the home care worker
thoroughly understands what the position
entails, your care receiver’s medical
problems and limitations, as well as
behavior that could lead to stressful
situations.

» Ensuring that the home care worker is not
overburdened.

» Keeping the lines of communication fully
open so you can address potential problems.

* Having a background check run. Your local
Area Agency on Aging or Independent
Living Center may be able to provide
assistance in checking a variety of available
registries.

Possible signs of abuse or neglect:

» Personality changes in your older relative or
friend.

* Whimpering, crying, or refusing to talk.

* Unexplained or repeated bruises, fractures,
burns, or pressure sores.

*  Weight loss.

* Unkept appearance.

» Poor personal hygiene.

» Dirty or disorganized living quarters.

» Confusion, excessive sleeping, or other
signs of inappropriate sedation.

If you witness or are told by a reliable source about
neglect, physical or emotional abuse, replace the
home care worker as quickly as possible. Ensure
that your care receiver is safe before confronting

or dismissing the worker, especially if you are
concerned about possible retaliation.
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Once you have ensured your relative’s safety, report
the worker to Adult Protective Services at
1-800-922-5330.

Supervising a Home Care Worker

Once you have hired a home care worker, make sure
the lines of communication are fully open and that
both you and the worker have a clear understanding
of the job responsibilities to the older person and to
each other. Explain what you want done and how
you would like it done. Keep in mind that the home
care employee is there to care for the older person
and not the rest of the family.

If the home care worker lives in, try to ensure that
he or she has living quarters that provide you,

the care receiver, and the assistant the maximum
amount of privacy possible.

Once the home care aide is on the job, periodic
meetings can be held to discuss any problems the
home care assistant or the older person may have
with the arrangement and to find ways to resolve
them. It is important to be positive and open in
your approach to resolving difficulties. In most
cases they can be corrected. However, if, after
repeated attempts, you find that major problems
are not resolved satisfactorily, it may be best to
terminate the relationship and seek another home
care employee.



Chapter 9:

Living with Alzheimer’s Disease

Chapter 10:
Children with Special Needs

Caring for someone with Alzheimer’s disease

or other forms of dementia can be very difficult.
Alzheimer’s disease is a progressive, degenerative
disease.

Signs of dementia can vary from one person to
another. Frequently they include:

* Increasing levels of forgetfulness.
* Aninability to carry out simple tasks.

» Difficulty in remembering words or in
forming coherent sentences.

» Confusion, hallucinations, or paranoia.

If dementia is suspected, consult a physician
familiar with Alzheimer’s disease as soon as
possible.

Dealing with Alzheimer’s Disease

Alzheimer’s disease is not reversible. However,
early diagnosis is important because the
progression of the disease can often be slowed,
and the symptoms can be managed, with the help
of medications. Early detection means time for
everyone to plan ahead.

Persons with Alzheimer’s disease and their
caregivers can find help through the Alzheimer’s
Association and Alzheimer’s Disease Education
and Referral Center. These organizations provide
excellent information to caregivers of persons with
Alzheimer’s disease.
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One of the most challenging aspects of parenting
can be the realization that your child will need
assistance throughout their lifetime because of
developmental disabilities, a mental or physical
condition, or an illness or disability that occurred
later in life. Advances in medical care now enable
many people who face challenges, because of their
physical or mental condition, the opportunity

to live into adulthood and old age. In most
instances, there are options that allow persons with
disabilities to live independently in the community
with appropriate supports. However, if you are a
caregiver to your adult child with a disability, you
will want to plan for the possibility that you may
not always be able to meet his/her needs or ensure
their welfare.

With special education, employment opportunities,
housing options, medical care, supportive services,
financial support and legal arrangements in place,
your child may have the tools to be as independent
as possible. Membership organizations that work
to improve conditions for persons with disabilities
might also be able to help.

It’s the Law

The Americans with Disabilities Act (ADA) is
probably the most important law dealing with

the rights of persons with disabilities. The ADA
prohibits discrimination on the basis of disability
in employment, in programs and services provided
by state and local governments, in the provision of
goods and services provided by private companies,
and in commercial facilities.

The ADA contains requirements for new
construction, alterations or renovations to buildings
and facilities, for mass transportation facilities,

and for improving access to existing facilities of
private companies that offer goods or services to
the public. It also assures public access to state and



local programs. The ADA also covers effective
communication with people with disabilities,
eligibility criteria that may restrict or prevent
access, and requires reasonable modifications to
discriminatory policies and practices.

The Disability Rights Education and Defense Fund,
Inc. (DREDF) works to ensure the civil rights of
persons with disabilities.

The Protection and Advocacy Center of Kansas
provides advocacy, information and referral to
persons with developmental disabilities. The
program also offers consumers and families
information on resources.

Housing and Living Arrangements

Can the care recipient live independently?
Attendant and Personal Care services can promote
economic self-sufficiency, independent living,

and inclusion of people of all ages and virtually

all disabilities into society. Many consumers and
families want the option to select, hire, and train
their own caregivers, and to select among services
they need for independent living in their homes and
communities.

Your local Community Developmental Disability
Organization (CDDO) or Independent Living
Center (ILC) can provide information on these
services. CDDOs are organizations that are
designed to assist individuals with mental
retardation or who are developmentally delayed.
ILCs are advocacy organizations that are generally
managed by individuals with disabilities.

* If your adult child lives with you, can he or
she continue to live in your home if you are
not there? Will this require:

» Changes in the physical layout of the
house?

* A companion and/or supportive
services?

» Arrangements for payment related
to the house and the supportive
services?

24

Is shared housing, living with other family
members, or a group home a better option?

Another option is Section 811 housing
designed for persons with disabilities who
are between the ages of 18 and 62.

Does your child have the best form of
mobility or are there new devices that can
help to improve his or her access?

Can your home be modified with ramps or
motorized stairclimbers?



Chapter 11:

Who Will Care If I’m Not There?

As caregivers, we cannot assume that we always
will be able to provide care. Even if we are able to
be active caregivers, it is important to establish both
emergency and long-term alternative care plans

for your care receiver, and to make sure that the
necessary legal documents are in place.

Legal Documents and Care Plans That Should
Be in Place

Every adult should have at least a power of attorney,
a living will or medical directive, and a will or trust
in place so that his or her wishes can be followed.

If your care receiver does not have these legal
directives, you both should consult an attorney and
have the appropriate documents drawn up.

When making alternative long-term care
arrangements, you will want to discuss the matter
with your care receiver, if at all possible, and follow
his/her wishes about the person(s) or facility that
would care for him/her if you were unable to do

so. If your care receiver wants to live with another
family member or friend, you will, of course, want
to discuss this arrangement with the proposed
caregiver to ensure that it is agreeable.

If your care receiver can make informed choices
about an alternate caregiver, living arrangement,
and other matters, it will be easier to make long-
term plans if you have a power of attorney.

If your care receiver or friend cannot make
informed choices it may be necessary to seek
appointment as a conservator and/or guardian. This
requires an appointment from the court to act on
your care receiver’s behalf regarding matters of care
and financial dealings. Whenever possible, discuss
your plans for alternative living arrangements or
caregiver choice with your older family member or
friend and with other close family members as well
as the designated caregiver. This will help to avoid
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opposition in the future that could lead to serious
problems.

If you are the only possible informal caregiver,
you and/or your care receiver can appoint a trusted
friend or perhaps a committee composed of several
friends to oversee your relative’s care. You may
also decide that it is best to have a lawyer act as
your care receiver’s representative.

Once you have decided on an alternate caregiver, it
will be necessary to ensure that he or she, too, has
the legal power needed to make decisions, should
your care receiver be unable to do so. You should
ensure that both you and your care receiver have
completed medical directives, living wills and estate
wills and/or trusts established, if there are financial
resources available for your care receiver.

In choosing a long-term care housing arrangement,
it is a good idea to select one that can provide
varying levels of care so that your care receiver
will not be forced to move if his or her medical
condition changes.

Short-term emergencies don’t require the same
amount of legal planning, but they must be
considered. If you are unable to look after your care
receiver, you will need to make arrangements with:

* arelative or friend

 afacility that provides short-term respite
care (many nursing homes and assisted
living facilities offer such care)

* ahome care agency

e ageriatric care manager

Remember that home care agencies often cannot
provide services on short notice, and that you may
need to have more than one family member or
friend as a backup person.



Chapter 12:

Grandparents as Caregivers

Many grandparents approaching or in retirement
suddenly find themselves raising a grandchild.
In the United States, grandparents and relative
caregivers are providing care for more than six
million children (U.S. Census data).

Without the support of grandparent caregivers,
many children would be placed in the foster care
system. Whether it’s a temporary or permanent
arrangement grandparents may have to take on the
full time care of their grandchildren for numerous
reasons, including:

» Death of parents

* Family violence

e HIV/AIDS

* Incarceration of parents

» Mental illness of parents

» Substance abuse by parents
e Parents unemployed

Challenges

Grandparent caregivers face numerous challenges
in nearly all aspects of their lives when they
assume the role of a parent. They are prone to
psychological and emotional strain, helplessness
and isolation often neglecting their own physical
health. Researchers report that grandparent
caregivers are 60% more likely to live in poverty
than those not raising grandchildren.

They may also face:

» Fear of how to financially provide for the
grandchild.

» Loss of the grandparent-grandchild
relationship.

» Sadness at the loss of a child and/or typical
grandparent role.

» Confusion in understanding the issues
facing today’s children.
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» Frustration, not knowing where to turn
for help.

Grandparents may find themselves in need of day
care, affordable housing or access to medical care.
They may need legal authority in order to make
decisions or obtain:

* medical care

» enrollment in school

e immunizations and vaccinations
* public assistance

e support services

Resources

Determining where to begin can be difficult and
time consuming. Locating resources and services
can be frustrating and overwhelming.

If you need grandparent caregiver information
contact:

e The Kansas Department of Social and
Rehabilitation Services (SRS) office serving
your county. A grandparent raising a
grandchild may be eligible for the following:

e Cash assistance

» Medical assistance

e Child care assistance
e Child support

* Your local Area Agency on Aging regarding:

» Grandparent support groups

» Legal assistance

e Other supportive services
available for grandparents

Obtaining Documents

If you are raising your grandchild you are going to
need a copy of the child’s birth certificate in order
to apply for medical service, public assistance,

or school registration. In Kansas, only parents or
guardians of children can obtain birth certificates.



If you can’t get the birth parents to obtain the birth
certificate you will need to get an order from a
judge giving you permission to obtain the birth
certificate.

You will need to know:

* Full name of child at birth

» Date of birth

» City or county of birth

o Parent’s full names as they appear on the
certificate (mother’s maiden name)

To obtain a birth certificate, if your grandchild was
born in Kansas, contact the:

Kansas Department of Health &
Environment

Office of Vital Statistics

Curtis State Office Building
1000 SW Jackson, suite 120
Topeka, KS 666612
(785-296-1400)

(There is a fee for obtaining a birth certificate)
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CLARK COMMANCHE | gaRgER PR MONT-
SUMNER COWLEY CHAUTAUQUA | GOMERY LABETTE | CHEROKEE

There are 11 Area Agencies on Aging in Kansas, each covering a specific geographical area. These agencies
coordinate services and programs for persons age 60 and over. Among the services provided are meals, legal
services, case management, transportation, education, in-home services, health screening and friendly visiting.

PSA 1 Wyandotte/Leavenworth AAA PSA 3 Northwest Kansas AAA
1300 North 78th Street, Suite #100 510 West 29th Street, Suite B
Kansas City, KS 66112-1540 Hays, KS 67601-3703
(888) 661-1444 or (913) 328-4531 (800) 432-7422 or (785) 628-8204
Serving these counties: Serving these counties:
sLeavenworth  eWyandotte «Cheyenne *Rawlins

*Decatur *Rooks

PSA2 Central Plains AAA *Ellis *Russell
2622 W. Central, Suite 500 «Gove Sheridan
Wichita, KS 67203-3725 *Graham *Sherman
(800) 367-7298 or (316) 660-7298 -Logan *Smith
Serving these counties: «Norton «Thomas
Butler *Sedgwick «Oshorne *Trego
*Harvey *Phillips *Wallace
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Area Agencies on Aging (AAA) - continued

PSA 8 North Central/Flint Hills AAA

PSA 4

Jayhawk AAA

2910 SW Topeka Blvd.

Topeka, KS 66611

(800) 798-1366 or (785) 235-1367
Serving these counties:

401 Houston

Manhattan, KS 66502

(800) 432-2703 or (785) 776-9294
Serving these counties:

*Douglas *Shawnee *Chase *Marion
«Jefferson *Clay *Mitchell
Cloud *Morris

PSA5 Southeast Kansas AAA Dickinson *Ottawa

1 West Ash, P.O. Box J Ellsworth *Pottawatomie

Chanute, KS 66720 «Geary *Republic

(800) 794-2440 or (620) 431-2980 «Jewell *Riley

Serving these counties: eLincoln «Saline

*Allen *Montgomery eLyon «Wabaunsee

*Bourbon *Neosho

*Cherokee *Wilson PSA 9 Northeast Kansas AAA

*Crawford *Woodson 526 Oregon

o|_abette Hiawatha, KS 66434-2222

(800) 883-2549 or (785) 742-7152

PSA6 Southwest Kansas AAA Serving these counties:

240 San Jose Drive

Dodge City, KS 67801-1636 -Atehison ‘Marshall

: - *Brown *Nemaha
(800)' 742-9531 or (6.20). 225-8230 «Doniphan «Washington
Serving these counties:

. eJackson

*Barber *Kiowa
*Barton *Lane PSA 10 South Central Kansas AAA
*Clark *Meade 304 S. Summit
»Comanche *Morton Arkansas City, KS 67005
*Edwards *Ness (800) 362-0264 or (620) 442-0268
*Finney *Pawnee Serving these counties:
*Ford *Pratt «Chautauqua Kingman
*Grant *Rush «Cowley *McPherson
*Gray eScott Elk *ReNno
*Greeley *Seward «Greenwood *Rice
*Hamilton «Stafford «Harper Sumner
*Haskell Stanton
*Hodgeman *Stevens PSA 11 Johnson County AAA
*Kearny *Wichita 11811 S. Sunset, Suite #1300

Olathe, KS 66061

(888) 214-4404 or (913) 715-8800
Serving this county:

«Johnson

PSA 7 East Central Kansas AAA
132 South Main
Ottawa, KS 66067
(800) 633-5621 or (785) 242-7200
Serving these counties:

*Anderson eLinn
*Coffey *Miami
Franklin *Osage
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Toll-Free Numbers

Adult Abuse
ComMMUNILY.....cooeviiieiieie e (800) 922-5330
Nursing HOMeS.........cccoevveeieennnne (800) 842-0078
Kansas Crisis Hotline.................... (888) 363-2287

Provides confidential, 24-hour crisis

intervention to victims of domestic

violence and sexual assault and makes

referrals to programs throughout the state.
Advocacy & Protection

Program........cccceeevveveiieseese s (800) 432-8276
Aging, Kansas Dept. on.................... (800) 432-3535

TTY e (785) 291-3167
Alzheimer’s Association................... (800) 272-3900
Arthritis Foundation..............c.ccco.... (800) 362-1108
Audio Reader..........cccccovvvevvivieiieennnn, (800) 772-8898
Deaf & Hard of Hearing,

KS Commission.........cccceveeveiennn. (800) 432-0698
ElderLaw Hotline........c...cccovevennnen. (888) 353-5337
Eldercare Locator.............ccccovevvrneee. (800) 677-1116
Guardianship Program...................... (800) 672-0086

Home Health Care

Complaints.........ccccceevveveiiciienns (800) 842-0078
For reports of problems with home health
care

Housing, Kansas Dept. of

ComMmMerce &.....occoevvevreeeeirenenn (800) 752-4422
KS Foundation for

Medical Care..........cccoevverviiennnn (800) 432-0407

Reviews written complaints concerning
the quality of care received in a Medicare-
certified agency including home health

agencies.

KS Insurance Dept.........cccocevevvvennne. (800) 432-2484
MediCare.........ccoevvevveieiieie e (800) 432-3531
Senior Health Insurance Counseling

for Kansas (SHICK)...........cc......... (800) 860-5260
Social Security Admin...........c.......... (800) 772-1213
Veterans” Affairs.........cccceeveiivennen, (800) 827-1000

For the Kansas Commission on

Veteran’s Affairs call.................... (785) 296-3976

Caregiver Websites

Kansas Department on aging
www.agingkansas.org

Family Caregiver Alliance
Www.caregiver.org

National Institute on Aging
www.nia.nih.gov

Hospice Caregiver Information
www.hospicenet.org/html/caregivers.html

Hospice Foundation of America
www.hospicefoundation.org/caregivers

National Cancer Institute

Www.cancer.gov/cancertopics/caring-for-the-caregiver

Parkinson’s Disease Caregiver Information
www.myparkinsons.org

When you visit a website be sure to read their
“Privacy Policy Statement” if you are asked to submit information.



Caregiving Terms

Activities of daily living (ADLs)— personal care necessary for daily living, such as oral hygiene, dressing,
toileting, transferring between bed and chair, eating and bathing.

Advance directive— a written document, explaining to doctors and health care providers how to carry out
medical decisions you have made.

Caregiver— persons, often relatives who provide assistance (in activities and interaction within the
environment) to those who are dependent on others for assistance.

Care receiver— a person who may be dependent on another/others for care in activities and interaction within
the environment.

Dementia— a significant loss of cognitive functions such as thinking and memory, which interferes with an
individual’s daily function and everyday life. It may be caused by many different disorders.

Family Caregiver Support Program (FCSP) — a federally funded program created to assist informal
caregivers and grandparent caregivers. (Contact your local Area Agency on Aging regarding services in your
area.)

Family (Informal) Caregiver — may be a relative, partner, friend or neighbor who provides assistance for an
older person or an adult with a chronic or disabling condition. (These individuals may live with or separately
from the person receiving care.)

Formal Caregiver — a provider associated with a formal service system; may be a paid worker or a volunteer.

Guardian— a legal term for a person appointed by the court who is lawfully vested with the care of the
property and/or person who has diminished capacity.

Home and Community-Based Services (HCBS) — a variety of supportive services delivered in community
settings or in a person’s home. These services are designed to help older persons and adults with disabilities
remain living at home.

Instrumental Activities of Daily Living (IADLs) — activities related to independent living, such as preparing
meals, managing money, shopping for groceries or personal items, performing light or heavy housework, and
using a telephone.

Long-term care— the extended care (usually outside the home) of an individual who is dependent on others
for his/her needs. This usually implies nursing home care, but may include home health or other interventions
administered over a prolonged period of time.

Medicaid— a federal program administered by states to provide health care and services for low-income
individuals.

Medicare— a federal health insurance program for persons over 65 years, disabled persons under 65 years and
those of any age who have permanent kidney failure. Coverage is limited and does not cover long-term care.

Personal care— assistance with intimate activities (such as grooming, bathing, eating, dressing, etc.) of daily
living.
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Durable Power of Attorney for Health Care Decisions
General Statement of Authority Granted

I, designate and appoint:

Name

Address

Telephone Number

to be my agent for health care decisions and pursuant to the language stated below, on my behalf to:

(1) Consent, refuse consent, or withdraw consent to any care, treatment, service or procedure to maintain, diagnose
or treat a physical or mental condition, and to make decisions about organ donation, autopsy and disposition of
the body;

(2) make all necessary arrangements at any hospital, psychiatric hospital or psychiatric treatment facility, hospice,
nursing home or similar institution; to employ or discharge health care personnel to include physicians, psychiatrists,
psychologists, dentists, nurses, therapists or any other person who is licensed, certified or otherwise authorized
or permitted by the laws of this state to administer health care as the agent shall deem necessary for my physical,
mental and emotional well being; and

(3) request, receive and review any information, verbal or written, regarding my personal affairs or physical or
mental health including medical and hospital records and to execute any releases of other documents that may be
required in order to obtain such information.

In exercising the grant of authority set forth above my agent for health care decisions shall:

(Here may be inserted any special instructions or statement of the principal’s desires to be followed by the agent
in exercising the authority granted.)

Limitations of Authority

(1) The powers of the agent herein shall be limited to the extent set out in writing in this durable power of attorney
for health care decisions, and shall not include the power to revoke or invalidate any previously existing declaration
made in accordance with the natural death act.

(2) The agent shall be prohibited from authorizing consent for the following items:

(3) This durable power of attorney for health care decisions shall be subject to the additional following
limitations:
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(continued from previous page)
Effective Time

This durable power of attorney for health care decisions shall become effective (immediately and shall not be
affected by my subsequent disability or incapacity or upon the occurrence of my disability or incapacity).
Revocation

Any durable power of attorney for health care decisions | have previously made is hereby revoked. (This durable

power of attorney for health care decisions shall be revoked by an instrument in writing executed, witnessed or

acknowledged in the same manner as required herein or set out another manner of revocation, if desired.)
Execution

Executed this , at , Kansas

(Principal)

This document must be: (1) Witnessed by two individuals of lawful age who are not the agent, not related to
the principal by blood, marriage or adoption, not entitled to any portion of principal’s estate and not financially
responsible for principal’s health care; OR (2) acknowledged by a notary public.

Witness Witness

Address Address

STATE OF
COUNTY OF
This instrument was acknowledged before me on
(Date)
by
(Name of Person)
(Seal, if any) (Signature of Notary Public)

My appointment expires

This declaration may be revoked or changed by declarant at any time.
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Living Will

Declaration

Declaration made this day of (Month, Year).

I, , being of sound mind, willfully and voluntarily make known my desire
that my dying shall not be artificially prolonged under the circumstances set forth below, do hereby declare:

If at any time | should have an incurable injury, disease, or illness certified to be a terminal condition by two
physicians who have personally examined me, one of whom shall be my attending physician, and the physicians
have determined that my death will occur whether or not life-sustaining procedures are utilized and where the
application of life-sustaining procedures would serve only to artificially prolong the dying process, I direct that
such procedures be withheld or withdrawn, and that | be permitted to die naturally with only the administration of
medication or the performance of any medical procedure deemed necessary to provide me with comfort care.

In the absence of my ability to give directions regarding the use of such life-sustaining procedures, it is my intention
that this declaration shall be honored by my family and physician(s) as the final expression of my legal right to
refuse medical or surgical treatment and accept the consequences from such refusal.

I understand the full import of this declaration and I am emotionally and mentally competent to make this
declaration.

My additional instructions, if any, are listed on the reverse side.

Signed

(Declarant)

City, County and State of Residence

The declarant has been personally known to me and | believe the declarant to be of sound mind. I did not
sign the declarant’s signature above for or at the direction of the declarant. | am 18 or older, not related to
the declarant by blood or marriage, not entitled to any portion of the estate of the declarant according to the
laws of intestate succession or under any will of the declarant or codicil thereto, and not directly financially
responsible for declarant’s medical care.

Witness Witness
Address Address
(OR)
STATE OF COUNTY OF
This instrument was acknowledged before me on by
(Seal, if any) (Signature of Notary Public)

My appointment expires

This declaration and optional additional instructions may be revoked or changed by declarant at any time.
34



(continued from previous page) Optional Additional Instructions

I make these optional additional instructions to my living will to exercise my right to determine the
course of my health care and to provide clear and convincing proof of my treatment decisions when |
lack the capacity to make or communicate my decisions.

If there is a phrase, statement or section below with which you do not agree,
draw a line through it and add your initials.

| direct all life-prolonging procedures be withheld or withdrawn when there is no hope of
significant recovery, and | have:

» aterminal condition; or

* acondition, disease or injury without hope of significant recovery and there is no

reasonable expectation that | will regain an acceptable quality of life; or

» substantial brain damage or brain disease which cannot be significantly reversed; or

» other
* | choose to have withheld or withdrawn the following life-prolonging procedures, when the
above conditions exist:

e surgery

* heart-lung resuscitation (CPR)

» antibiotics

* mechanical ventilator (respirator)

dialysis
tube feedings (food and water delivered through a tube in the vein, nose or stomach)
» other
» If my physician believes that a certain life-prolonging procedure or other health care treatment
may provide me with comfort, relieve pain or lead to a significant recovery, | direct my
physician to try the treatment for a reasonable period of time. However, if such treatment
proves to be ineffective, | direct the treatment be withdrawn even if so doing shortens my life.
» I direct I be given health care treatment to relieve pain or to provide comfort even if such
treatment
might shorten my life, suppress my appetite or my breathing, or be habit-forming.
* | make other instructions as follows: (you may want to describe what an acceptable quality of
life is)

» | have discussed my wishes with the following person(s) and authorize my physician to discuss
my treatment and this document with them: (if you have used a Medical Durable Power of

Attorney to appoint an agent, initial here and include that person on the first
line below.)

Name (Agent) Address Telephone

Name Address Telephone

| have read these instructions and have given them careful consideration. As | have indicated, they are
in accordance with my wishes.

Date Signed

Witness Witness
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DO NOT RESUSCITATE

Prehospital DNR Request Form
An Advanced Request to Limit the Scope of Emergency Medical Care

I, request limited emergency care as herein described.
(Name)

I understand DNR means that if my heart stops beating or if | stop breathing, no medical
procedure to restart breathing or heart functioning will be instituted.

I understand this decision will not prevent me from obtaining other emergency medical care
by prehospital care providers or medical care directed by a physician prior to my death.

I understand | may revoke this directive at any time.

I give permission for this information to be given to the prehospital care providers, doctors,
nurses, or other health care personnel as necessary to implement this directive.

I hereby agree to the “Do Not Resuscitate” (DNR) directive.

Signature Date

Witness:*

Witness Date

Address
*Must be 18 or older, not related to the declarant by blood or marriage, not entitled to any por-
tion of the declarant’s estate according to Kansas laws of intestate succession or under any will
of the declarant or codicil thereto, and not directly financially responsible for the declarant’s
medical care expenses.

Attending Physician:* | AFFIRM THIS DIRECTIVE IS THE EXPRESSED WISH OF THE
PATIENT, IS MEDICALLY APPROPRIATE, AND IS DOCUMENTED IN THE PATIENT’S
PERMANENT MEDICAL RECORD.

In the event of an acute cardiac or respiratory arrest, no cardiopulmonary resuscitation will be

initiated.

Attending Physician’s Signature* Date

Address Facility or Agency Name
*Signature of physician is not required if the above-named is a member of a church or religion
which, in lieu of medical care and treatment, provides treatment by spiritual means through prayer
alone and care consistent therewith in accordance with the tenets and practices of such church or
religion.

Revocation Provision
I hereby revoke the above declaration.

Signature Date
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Financial Information

Bank Accounts

Bank name:

Bank address: Bank phone:

Bank officer: Bank account #

Type of account: Oindividual ClJoint CIChecking OSavings

Persons authorized to sign on account:

Location of checkbook/passbhook:
Credit Cards
Card issued by: Phone:

Billing address:
Card type (Visa/MasterCard, etc.):
Card #:

Authorized signatures:

Investments

Firm: Broker:

Address: Phone:

Account name: Account #

Type of account: Number of shares:

Location of documents:

Insurance

Name of party insured: Type of insurance:

Name of company:

Address:

Agent: Phone:

Policy #: Premium amount: $

Due dates: CICheck [OBank Draft ~ [dOther

Details of coverage

Beneficiaries:

For automobile insurance
Automobile: Vehicle License #:

Drivers covered: Driver’s license numbers:
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KANSAS
DEPARTMENT ON AGING
New England Building
503 S. Kansas Avenue
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