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“““GGGeeettttttiiinnnggg TTTooo KKKnnnooowww YYYooouuu”””
featuring Loraine & Leland Bleck

What is your name and at what age did you contract polio?

My name is Loraine Carpenter Bleck. I contracted polio in 1951 at the age of
12.

How did you having polio affect the way you were treated?

Yes.  Other kids made fun of me.

How did you having polio affect your self-esteem?

It chopped it waay down.  I was very shy.

Are you married, and if so, how did you meet your mate?

Yes, I met Leland through some friends.

When did PPS enter your life?

Gradually over the years.

dhansche@centurytel.net
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How is PPS affecting your life style?

PPS slowed me down considerably.  I have extreme fatigue now.

Comments to or from your spouse/supporter ?

Leland is very good to me.

BBUURRNNIINNGG PPAAIINN
By Richard Bruno

(Note: This column is for information purposes only and is not intended as a substitu te for professional medical advice. )

Question: I have developed burning pain in my butt that starts in my smaller left cheek. The pain is in both
cheeks by mid-afternoon. By dinnertime I can't sit anymore. I also have pain in my right hip and the right
side of my neck. Doctors say that I don't have pressure sores, but they can't explain what's happening. I
have tried foam cushions, which are too hard and hot, and gel cushions, which are hard, hot and too
heavy. What's happening and what can I do?

What's happening is that you have FDD: "Franklin Delano Derriere." You may know that FDR had almost
no muscle over his ischial tuberosities, the bones in your lower pelvis on which you sit. If your bum hurts
sitting on a cushion, imagine the pain Roosevelt must have experienced sitting in his wooden wheelchair
that had no cushion at all.

You're developing pain because, as your butt muscles get smaller over time, your ischial tuberosities are
pressing harder on the thinning tissue underneath. Your doctors don't find pressure sores on your skin
because fortunately, polio survivors don't typically get decubitus ulcers since they have intact sensation and
good blood flow to the skin. In 24 years we have never seen a polio survivor with a pressure sore. But
we're seeing more and more cases of FDD.

As you've discovered, foam and even gel are often not soft enough to cushion an unpadded bum. What you
can try is a light, air-filled cushion that gives you gentle support as it distributes weight away from your
ischial tuberosities. The granddaddy of air -filled cushions is the "BBD," Bye -Bye Decubiti (around $250 at
easypivot.com), an inflatable pillow with "dimples" that help distribute your weight. A newer "dual -
chamber" version allows you to fill the left and right sides  with different amounts of air.

Roho Dry Floation cushions, with rows of air filled cell cells that redistribute pressure as the user moves,
can be purchased online (SpinLife.com or Southwest Medical) for around $280. Star cushions (around
$425 at starcushion.com) have about 100 banana -shaped cylinders that fill with air. Some cushions are
designed to fill all cylinders with the same amount of air. Others allow the front and back halves to be
filled with different amounts of air, allowing you to raise up y our small buns in back so that they are level
with your relatively larger thighs up front. Some cushions allow the front and back and the left and right
portions of the cushion to be filled individually to give stability to polio survivors who have, say, a  smaller
left cheek but a larger right leg.

The newest and most expensive air cushions are from Aquila (around $675 at aquilacorp.com). Instead of
having many identical air-filled cylinders, their Custom Air cushion has 18 compartments, long and flat in
front to support the thighs, smaller, wedge -shaped or round in back to support the butt. Each compartment
has about 2 inches of foam at its base. Off -the-shelf, Aquila cushions let you inflate the front and back
com-partments separately. But, the company sa ys it will custom-build cushions that will allow you to
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inflate any grouping of compartments to conform to your unique shape. Also, Aquila cushions inflate with
a blood-pressure cuff bulb (versus a bicycle tire -type pump for the other cushions) attached to  an electronic
LED pressure display, so that you can actually "see" how much air is in the compartments.

Once you find a cushion that will tenderly cradle your skinny bum, you also have to consider how the rest
of you is positioned. For your butt to be c omfortable, you have to make sure that your footrests are at the
proper height and angle and that you have a solid back with lumbar support, like the Jay 2 back
(sunrisemedical.com), not just the canvas sling wheelchair back.

Proper bum and back positioning will also fix the right hip and neck pain you get late in the day. That pain
may be due to muscles shortening and going into spasm as you lean right to shift your weight off the cheek
that hurts. Too, you could have bursitis in your hip, also due to put ting too much pressure on your right hip
joint as you shift your weight away from the offending cheek.
So, all things being "unequal," the fix for your FDD may be, as is spring �in the air .¡

Dr. Richard Bruno is Chairperson of the International Post -Polio Task Force and director of The Post -Polio Institute
and International Centre for Post -Polio Education and Research at Englewood (NJ) Hospital and Medical Center. His
new book, How to STOP Being Vampire Bait: Your Personal Stress Annihilation Program , will be published in 2004. E-
mail him at ppsforum@newmobility.com .

(I don’t remember where this article came from exactly, but I really think it applies to all of us, one way or another… an
excellent article)

CCaarree--GGiivveerrss SSyynnddrroommee
IIss IItt RReeaall??

Is There Such A Thing?  Caregiving may be one of the most important roles you will undertake in your lifetime. Caring
for a family member or friend is not easy, nor is it something most of us are prepared to do.  Like most
people, you may have questions about yo ur family member or friend�s illness or condition.  If you have a
job and are juggling several responsibilities or if your family member or friend requires a lot of assistance,
you may need help in providing care for them.

Many caregivers feel alone, help less, confused, unprepared and unable to provide for the needs of their
family member or friend.  Learning about being a caregiver may help you feel supported and more
comfortable with your role.  This section contains information and resources to help you  learn more about
being a caregiver and where to find additional help on the internet and in your community.

You may not consider yourself a caregiver, but if you regularly:

 Drive a family member, friend or neighbor to doctor�s appointments ;
 Make meals for someone;
 Help someone with household chores such as cleaning, gr ocery shopping, lawn care, etc;
 Make regular phone calls to  someone to �check in¡ on them;
 Provide hands-on care, including bathing, help ea ting, toileting, or other help;
 Help someone make decisions about medical decisions; or
 Assist someone with personal busines s affairs, such as bill paying,

You are probably a caregiver.

ppsforum@newmobility.com
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Caregivers provide support to someone who needs help.  It doesn�t matter how many hours per week are
spent providing support.  Caregivers may live with the person they are caring for, providing assistance with
daily needs, or may visit the person weekly or call regularly.  Being a caregiver involves an investment in
time, energy and support.

Being Prepared. Caregiving often comes with new responsibilities and unfamiliar tasks, yet most
caregivers never receive education.  The following information may help you with a current situation or
prepare you for what may happen.

Decision Making. Has the person you are caring for told you their wishes for end -of-life care?  In the event
that you are asked to make or help make decisions it is important for you to talk about issues, including
thoughts about potential life -prolonging treatments. Advance directives are tools that enable people to
write down their preferences on a legal form and appoint someone to speak for them if they are no longer
able.  A living will, health care power of attorney, financial power of attorney, and a plan for funeral
arrangements can help ensure  peace of mind for the ill person as well as you, the caregiver.

End-of-Life Care.  Hospice is end-of-life care that involves a team-oriented approach to quality medical
care, pain and symptom management, and emotional and spiritual support tailored to yo ur needs. Hospice
is available to anyone who has a life expectancy of six months or less.  Hospice provides medical
equipment and medications related to terminal illness.  Support is given to you as the caregiver,
including social workers to talk to, nurses and aides to teach you how to provide hands -on care, volunteers
to help lighten your load and non -denominational chaplains to aid with any spiritual issues and/or concerns.

Community Resources. In addition to hospice, there may be other community res ources that can help you
and your family member or friend.  Your local Area Agency on Aging, the Eldercare Locator and other
organizations may offer services to ease your burden.  These may include meals on wheels, caregiver
training classes, transportation, friendly visitors and respite care so that you can have a break.
Home Modifications. Home modifications include adapting the home to make it easier and safer for the
person to be cared for in the home.  Installing grab bars in the shower, a stool riser for the toilet or a wheel
chair ramp by the front door are just a few examples of access ible home modifications.  Your local durable
medical equipment company (DME) or community organizations such as Centers for Independent
Living or Area Agency on Aging may be able to assist you in finding a local organization to help.

Providing Physical Care

 How do you care for a family member or friend when they are very sick?
 How do you care for a family member o r friend when they are dying?
 How do you know what to do for their pain?
 How do you know what to do with their medication?

Part of caregiving is providing physical care to your family member or friend.  It is important that the
caregiver receive appropriate training to provide physical care.  Ask your family member or friend's doctor,
nurses, and other health professionals about the types of care that may be required of you.  To help you and
your family and friend�s health care providers, we suggest keepin g a log of medications and reactions,
physical therapy and other treatments and all physical symptoms such as pain or tiredness.

Some important questions to ask the health care team (doctor or nurse) about providing physical care:

 Lifting and Moving:  Ask about proper techniques. How can I protect my back while lifting and
moving my uncle?

 Bedpans: Ask about the proper techniques for using and sanitizing. How do I help my mother used a
bedpan and how do I sanitize it?
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 Pressure Ulcers: Ask about avoiding this health hazard. How can I prevent my father from getting
pressure ulcers or bed sores?

 Incontinence: Ask about protecting the patient from discomfort. How can I help my sister with her
incontinence or bed wetting?

 Skin Care: Ask about maintaining cleanliness and preventing dryness. How can I help my brother take
care of his skin so that it is clean and doesn�t become dry?

 Additional physical care tips :

 If possible, have someone help you with the morning and bedtime routines . If your family member or
friend needs a lot of assistance, since 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.  Good oral hygiene helps to prevent tooth decay, tooth loss and gum
diseases, as well as secondary infections that can result from poor dental care.  Persons with disabilities
or medical problems may need special care in addition to daily hygiene rout ines.

 If your family member or friend is disabled, has poor eyesight or problems with memory, you may
need to remind them about personal hygiene and/or assist them.  If your family member or friend is
incontinent, it is especially important to ensure that  he or she is clean at all times, to use protective
(barrier) creams, and to change incontinence aids and clothing as often as needed.  Poor hygiene can
result in diaper rash and blistering of the skin.  Poor hygiene also can contribute to the development of
decubitus ulcers (pressure sores) and other problems that cause pain, discomfort and serious, even life -
threatening infections.  In older women, tight fitting clothing and diapers can lead to yeast infections.

 Older persons with limited movement should be turned in bed on a regular basis to prevent pressure
sores.  Correct bedding, such as sheepskin or egg carton bed coverings and/or an air mattress, helps to
prevent pressure sores.  It is important to move older persons with disabilities at least once a n hour,
even if it just to reposition them, to do range of motion exercises, and to have them sit in various chairs
that offer sufficient support.

Providing Comfort Care. As a caregiver you may need to provide for all aspects of your family member
or friend�s comfort.  People who are very ill or near the end of life have complex needs so it is important to
know various ways to provide support.

Physical Comfort. It is very important for you to ask the person you are caring for if they are comfortable.
Their health care providers need to know if they are experiencing physical pain, breathing problems,
confusion or other symptoms so that they can work to ease the distress.  By talking with the person�s
physician and other healthcare providers, pain medica tion and other therapies can be provided to achieve a
level of comfort.
Throughout the day, ask your family member or friend if they are comfortable.  If they are experiencing
pain ask them to describe the pain rate it on a scale of 0 -10.  Write down everything they say and review
this before you call the physician and health care provider.  If you have specific questions, write them
down too. As you talk with the physician or health care provider, write down the answers you receive so
that you can refer to the information later.

Emotional and Spiritual Comfort . In addition to physical pain, your family member or friend may
experience emotional and spiritual pain.  They are experiencing many losses including the loss of control
over their own life.  It is important for you to continue to explain what is happening with your family
member or friend's care, condition, and any other changes.  Talk with a social worker, psychotherapist or
clergy to help you find resources for additional emotional and spiritual support.

Take some time each day to talk to your family member or friend about their feelings and to share your
feelings with them.  Be patient and listen to what they want to share with you.  Whatever feelings they have
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- let them know that they have a r ight to feel that way; do not try and talk them out of their feelings.  Your
family member or friend may wish to discuss their fears, concerns or distress with someone else, encourage
them to do so.  Offer to contact a friend, counselor or chaplain, and gi ve them privacy when they discuss
these issues with another.

Comfort Care and Quality of Life . The following suggestions are for you, the caregiver to help you
enhance your loved one�s quality of life.

Mealtimes. For people who are homebound, meal tim es can be pleasant social events, when you can be
together and talk. If your family member or friend is confined to bed, you can sit and talk while he or she
eats and bring a tray in for you.  There are a host of eating utensils and accessories that make e ating easier
for persons with disabilities.

Use an attractive plastic tablecloth or place mats that are easy to clean and a towel, apron or other covering
for your family member or friend�s clothes, if there is a tendency to spill food.  Be sure that it is large and
long enough to cover their laps and fold it inward before taking it off to avoid spillage on the floor.  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.

Consider having a vase of flowers (even if they are artificial) on the table or next to the bed, if your family
member or friend is confined to bed, and open the curtains and let the sun shine in.

Entertainment, Entertaining and Travel .  The following is a list of activities that can also enhance the
quality of life of your loved one.  These suggestions may be activities that your loved one will look forward
to sharing with you and others.

 Check the TV listings and choose your favorit e programs to watch each day rather than having the TV
on nonstop.

 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 family member or friend has a disability.
 Go out to lunch or 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 can

enjoy together.
 Invite family and/or friends 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, or to
chip in on a carryout meal.

 Try planning day trips to local places of interest.  Again invite a friend or family member to join you.
 If you have the room, invite friends or family member or friends to come and stay with you for awhile

in your home.
 Check colleges, religious organizations, and community centers for free courses and other activities.
 Visit museums, galleries, botanical and zoological parks or a petting zoo.
 If appropriate, get a pet.  Your local shelter or Humane Society has many nice pets available for

adoption.
 Get a computer with Internet access so that you can e -mail friends, join in chat rooms, learn about

things that are of interest, and enjoy computer games.
 Ask your local Area Agency on Aging about friendly visitor, volunteer, and telephone reassurance

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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 Services Available to Help Caregivers. Many people caring for a family member or friend need
help.  The services you need may change over time as the needs of the person you are caring for
changes.  While some services are free, others are fee -based and the fees may var y based on your
resources.  Be sure to ask how the fees are determined and whether or not they are covered by
insurance. In-home and community-based services you might find helpful include:

 Home Health Care. There must be a medical need to receive home h ealth care.  Home health care
includes skilled nursing care, as well as other skilled care services, like physical and occupational
therapy, speech- language therapy, and medical social services.  These services are given by a variety
of skilled health care professionals at home.  The goal of short-term home health care is to provide
treatment for an illness or injury.  Ask the doctor if your family member or friend is eligible for these
services.

 For information about home health agencies in your area: Go to www.medicare.gov and click on
�Compare Home Health Agencies in your Area¡

 For more about home health care: Read Medicare and Home Health Care , a publication by the
Centers for Medicare and Medicaid Services (CMS) -formerly the Health Care Financing
Administration (HCFA)--the federal agency that administers the Medicare program; or

 Talk to the doctor who is caring for your family member or friend.

Medicare usually pays for home health care services for two or three hours a day, several days a week, and
for the medical care provided by a doctor, nurse, or other health professional.  Please note, such care tends
to be for a limited time.

If the person for whom you are caring has a limited income and assets, he or she may be able to receive
home health care, personal care, or hospice services as well as occupational, physical, or speech therapy
through Medicaid (a federal-state program, administered by CMS at the federal level).  Some older persons
with limited assets and income are eligible for help through both the Medicare and the Medicaid programs.
If this is the case, your family member or friend may be able to obtain personal and/or home health care
services on a long-term basis instead of being cared for in an extended care facility.  Otherwise, in-home
and community-based services may be available through a n Area Agency on Aging.

Middle and higher-income persons often pay out -of-pocket for personal and home health care services.  If
you hire staff through a home care age ncy, ask the agency how they screen their staff and if staff is bonded.
Agencies charge you for the costs of doing business; i.e., for management, administration, and recruiting
workers. This can be quite expensive, but there are ways to make help more aff ordable.  For example, you
can explore the possibility of directly hiring a personal or home health care assistant.  If you choose to hire
help, be sure to check their qualifications and references carefully.  Remember, you will then be an
employer, and you may need to cover Social Security and other benefits.

Respite Care. Respite care can be a voluntary or paid service.  It can be provided in your family member's
or friend's home, in an extended care facility, such as a nursing home, or at a senior cent er or adult day care
center.  Respite care can extend for a few hours or for several weeks.  It provides the caregiver with
opportunities to take care of personal affairs, to get some rest, or to take a break from the routine of caring
for someone.

Transportation. Transportation services are vitally important to  people with limited mobility.
Transportation enables them to go to their doctors, to the pharmacy, and to attend to day -to-day activities.
Many public mass transit systems are fitting buses and  other vehicles with lifts and other aids to assist
those with limited mobility.  Transportation options may also be available through private companies and
private non-profit organizations.  These include public fixed-route, demand-response, ride sharing,
volunteer drivers, limousines, buses, vans, and regular and special purpose taxis.  Some services provide an
escort to assist with errands or trips.
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To arrange transportation for an older person in your community, contact your local Area Agency on
Aging (listed under �aging,¡ �elderly,¡ or �senior services¡ in the government section of your telephone
directory. Area Agencies on Aging provide older persons and their ca regivers with specific information
and assistance in getting transportation and other supportive services in the community.

Meal Programs. Good nutrition can help to improve health and control a range of conditions and diseases.
The National Elderly Nutrition Program , funded by the Administration on Aging, provides meals to older
persons in need and their spouses.  Older persons who participate in the group meal program have an
opportunity to socialize, receive nutrition education, and take part in other activities, including health
screenings.

Elderly persons who are ill or frail may be able to receive a government -subsidized home- delivered meal.
To find out about home-delivered meals programs and other meals programs, please contact the National
Eldercare Locator or your State or Area Agency on Aging.

If these meals are not available, see if your grocery store prepares food orders for pick -up or if it provides
home-delivery service.  A growing number of grocery and meal services are available via the Internet
including some that offer organic, ethnic and kosher foods.  Many local restaurants deliver meals without
additional charge and some even offer senior discounts on meals.  A growing number of restaurants offer
special low-fat and low-salt meals. There also are local and national franch ised meals delivery services.
These are listed in the yellow pages of the telephone directory under �foods -take out¡ and some can be
found on the Internet.

Cleaning and Yard Work Services . Your local Area Agency on Aging may be able arrange for chore and
yard maintenance 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.

Senior Centers. Senior Centers offer older people a safe environment where they ca n take part in a range
of activities led by trained personnel that promote healthy lifestyles and where they can develop a network
of friends.

Meal and nutrition programs, information and assistance, health and wellness programs, recreational and
arts programs, transportation services, volunteer opportunities, educational opportunities, employee
assistance, intergenerational programs, social and community action opportunities and other special
services are often available through a senior center.

Adult Day Care Services. For older persons with serious limitations in their mobility, those who are frail,
and those who have medical and cognitive problems, adult day care centers can provide care in a safe,
structured environment.  Adult day care can provide relief to working caregivers and respite for full -time
caregivers.  Adult day care services include personal and nursing care, congregate meals, therapeutic
exercises, and social and recreational activities.

Most adult day care centers, like senior centers , are supported through public and non -profit organizations.
Fees may range from a few dollars to several hundred dollars a day, depending on the services needed.
The National Adult Day Services Association maintains a directory of adult day care centers and links to
other related sites.

Home Health Aides and Hired Caregivers . Home Health Aides help with personal care such as bathing and
dressing, as well as other activities of daily living including prepa ring meals, light house cleaning, laundry,
and other daily activities.  Hired caregivers can also offer companionship and friendship through engaging
in favorite activities such as letter writing, reading, and playing cards.  Through their care and time, h ired
caregivers are also providing respite to loved ones that may be caring for the person by giving them time to
take a break.
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Maintain A Healthy Balance Between Caregiving and Your Personal Needs. As you may have
experienced, caring for a family member  or friend is not easy, nor is it something most of us are prepared
to do.  Like most people, you�ve probably had questions about your family member or friend�s illness or
condition, and have spent time finding answers to those questions.

Preparing Your Home. Caregiving often comes with new responsibilities and unfamiliar tasks, yet most
caregivers never receive education.  The following information may help you with a current situation.

Many caregivers are supporting and caring for disabled and terminal ly ill family and friends in their own
homes.  Typically, most homes are not designed for caregiving.

Take some time to look closely at each room where your family member or friend may spend time, paying
special attention to the bedroom, bathroom, and ha llways.  With advice from your family member or
friend�s health care team, you may need to make some changes for the comfort and safety of all who live
there, keeping these points in mind:

Safety. Are there working smoke alarms and fire extinguishers thr oughout the home?  Do you periodically
check to ensure they are operating properly?

 Are emergency numbers - Fire, Hospital, 911 - and contact numbers by the phone or an equally
convenient location?

 Are there nightlights for safety in moving around at nig ht?
 Are there handrails to help move from room to another?
 Is there a raised toilet seat for easier sitting?
 Are there grab bars near the toilet and bathtub for safety in standing and lowering?
 Are there nonskid mats on the bathroom floor and in the batht ub to prevent slipping and falling?
 If your family member or friend is disabled, you will want to ensure that he or she:
 Has a clear 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.  This can
be pulled up in sections, if it is wet.

 Uses a cane or walker, if needed.
 Is secure in his or her wheel chair.  If your family member or friend is weak, a tray that attaches to the

wheel chair can prevent falls and gives your family member or friend a place for drinks, magazines, etc.
It is important to ensure that the wheels are securely locked when doing transfers, or if the older
person�s chair is on an incline.

 Cannot fall out of bed.  If the bed does not have guardrails, you can place the wheel chair or other
guards next to the bed, and position your family member or friend in the middle of the bed so that she
or he can turn over without fear of falling.

Mobility.

 Can a wheelchair fit through the doorways in your home?
 Is a ramp needed on stairs?
 Is it easy to walk or move from room to room without running into furniture?
 Is there a nightlight for safety in moving around at night?

Equipment.

Does your family member or friend  need:

 A hospital or other special type of bed?
 Walker and/or cane?
 Wheelchair?
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 Bedside commode?
 Lift?
 Oxygen?

Communication. Quick, easy, and readily available ways to communicate with others are a must for you
and your family member or friend, especia lly in an emergency.  You may borrow or purchase:

 A cordless speaker phone with speed dial memory so that you can simply hit one button in an
emergency and get help without compromising the safety of your family member or friend.

 A cellular phone, if you and your family member or friend travel.
 A signal system which will summon help with the push of a button, if you occasionally leave your

family member or friend alone.
 A specially equipped telephone with speed dialing, a large digital display for easy rea ding, and ring and

voice enhancer, if your family member or friend has hearing problems.
 An intercom so you may listen to your family member or friend when you are in another room.

Meals. As people age, their taste buds diminish so their appetite and des ire for food changes.  Also, they
can experience problems with chewing and swallowing.  If this is a problem, please contact your doctor
and ask for a nutritional consultation to help you and the person you are caring for.

Clothing. Regardless of our age or physical condition, we want to look and feel our best.  Today�s clothing
options make that a much easier goal to reach. When buying clothing, consider the following:

 Clothing that is washable and wrinkle -free saves on dry cleaning bills and ironing t ime.
 Slacks and skirts that have elasticized waistbands or tie waistbands are easier to get on and off and are

more comfortable.
 Clothing with snaps, zippers and/or buttons down the front are easier to manipulate.
 Shoes that will not slip off easily, and h ave a non-skid tread.
 Interchangeable and color coordinated clothing.  For example, slacks and tops that be worn with several

others.

Exercise. In consultation with your family member�s or friend’s physician and physical therapist, you can
plan a routine of exercises. Exercise, even for bed and wheelchair -bound older persons, helps to improve:

 Circulation (blood flow)
 Lung and heart function
 Posture
 Mental alertness
 Exercise helps to prevent:
 Diabetes
 Pressure sores or wounds
 Osteoporosis
 Heart disease
 Stroke

If appropriate, encourage your family member or friend to do a little more physical activity each week.
Vary the exercises and exercise with them to help encourage them. If they are confined to a bed or
wheelchair, try to get them to exercise at le ast five minutes every hour, and regularly change their position
to prevent pressure sores.

Getting and Staying Organized. Keeping track of the many responsibilities of caregiving can be
daunting.  If your family member or friend needs a lot of help, a w ell-planned routine can make the more
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demanding parts of your caregiving day go more smoothly, take less time and help to ensure that your
family member or friend does not develop problems which could be prevented.

Making lists of important information he lps to keep you organized and will be very useful in case of an
emergency. Both, these lists and other needed information , can be put into a clearly marked notebook and
kept where others can easily find them in your family member or friend�s room.  This notebook should
contain enough information so that someone filling in for you will know exactly what is needed and what
to do.

For example, you might make a list of all the things you need for morning and bedtime routines such as
bathing items, medications , and clothing.  Buy several of these items, and have them close at hand.  This
saves time and keeps you from having to search or leave the room for them when you are helping your
family member or friend.  If you use items in several different places, such  as the bathroom and bedroom,
have duplicate items stored in these rooms. You might also make lists of:

 Medical personnel with their area of expertise, addresses and telephone numbers
 Home healthcare agencies
 Other people who can help or fill in, if you need additional help
 Lawyers and financial advisors
 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 in addi tion to 911

You�ve just reviewed some ways to prepare your home, get organized and maintain routines that help mak e
caregiving easier to manage.

As you may have experienced, caring for a family member or friend is not easy, nor is it something most of
us are prepared to do.  Like most people, you have probably had questions about your family member or
friend�s illness or condition, and have spent time finding answers to those questions.

Now that you have learned about the basics of caregiving, and better  understand how to provide care, there
may still be times when you feel overwhelmed or unable to care for your family member�s or friend�s
needs.

This section will give you information and practical tips for managing the stress of being a caregiver by
attending to your personal needs.  Though they may seem selfish, these ideas will help you continue to
provide care for as long as your family member or friend needs it.

Caring for the Caregiver:  Acknowledging You Need Assistance

As you may have experienced, caring for a family member or friend is not easy, nor is it something most of
us are prepared to do.  Like most people, you have probably had questions about your family member or
friend�s illness or condition, and have spent time finding answers to tho se questions.

Now that you have learned about the basics of caregiving, and better understand how to provide care, there
may still be times when you feel overwhelmed or unable to care for your family member�s or friend�s
needs.

This section will give you information and practical tips for managing the stress of being a caregiver by
attending to your personal needs.  Though they may seem selfish, these ideas will help you continue to
provide care for as long as your family member or friend needs it.

Caregivers of chronically ill older persons or those with disabilities are generous, compassionate
individuals. They care for family members or friends in the familiar surroundings of their own home or
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community.  These caregivers are �on call¡ 24 -hours a day, 7 days a week because they want to see their
family member or friend remains in the comfort and security of their own environment.  But at some point,
even the caregiver needs a break, a rest, or a breather.

As caregivers, we sometimes become so involved in the day-to-day efforts to keep things going we may
forget to let others know we need additional assistance with providing care, or just need a break from the
routine of caring for someone. Some ways to make your needs known include:

 Work Options.  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 t raining programs to
help caregivers.

 Involve Older Children.  Older children living at home may be able to assist you and/or your older
family member.  Such responsibility, provided it is not overly burdensome, can help young people
become more empathic, responsible, and self-confident and give you needed support.

 Ask Others to Help.  You can and should ask other family members to share in caregiving. A family
conference can help sort out everyone�s tasks and schedules. Friends and neighbors also may be w illing
to provide transportation, respite care, and help with shopping, household chores or repairs.

 Create a list of things that need to be done, such as grocery shopping, laundry, errands, lawn care,
housecleaning, or spending time with the care recipi ent, and put it on the refrigerator or near the front
door.  If someone says, �let me know if there is anything I can do to help¡ you can point to the list.

 Take a break from caregiving.  Even if it is only 15 or 20 minutes a day, make sure you do somethi ng
just for you.

 Exercise.  Most experts recommend at least 30 minutes, three times a week.  This is a great way to take
a break, decease stress and enhance your energy.

 Eat healthy.  To help give you more energy, avoid foods that are high in:
 Saturated fats
 Sugar
 Salts, chemical preservatives and additives
 Calories
 Subscribe to caregiving newsletters or Listservs for advice/support.
 Your health and nutrition is just as important as the person you are caring for so take the time to eat

three nutritious meals a day.  If you have difficulty do that, ask for help and get others to fix meals for
you.

 Attend a support group for caregivers .  Check with your doctor, hospice or local Area Agency on
Aging for groups that meet for this purpose. See also Family Caregiver 101 for more about caregiver
support groups.

 Seek professional help.  Many caregivers have times when they are lonely, anxious, guilty, angry,
scared, frustrated, confused, lost and tired.  If you feel like these feelings are overwhelming you, call
your doctor, hospice or another community resource (see below) for help.

 Respite - Taking a Break. Caregivers need respite.  Respite provides informal caregivers - usually
family member or friends - a break from their daily responsibilities.  Respite can cover a wide range of
services based upon the unique needs of the caregiver. Respite might mean:

 Medical or social adult day care for the family member or friend
 A short-term stay in a nursing home or assisted living facility for the family member or friend
 A home health aide or home health companion
 A private duty nurse
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 Adult foster care

The enactment of the Older Americans Act Amendments of 2000 (Public Law 106 -501) established the
National Family Caregiver Support Program. Funding for this program allows states to work in partnership
with area agencies on aging and local and community service providers to provide systems of support for
family caregivers. A specific component of these systems is respite . For the caregiver, personal respite
varies as much as the individual and could be, for example:

 Giving the caregiver a short break for a doctor�s appointment or to go shopping
 Allowing the caregiver the opportunity to nap, bathe, or otherwise rejuvenate
 A break to attend a church service or see a movie
 Taking a much-needed vacation
 Pampering oneself with a hair appointment or manicure
 Scheduling elective surgery
 Simply visiting friends or other family members

However you choose to take a break, make sure you do it often enough to maintain a healthy balan ce
between caregiving and your personal needs.

BBee PPaarrtt ooff YYoouurr HHeeaalltthh CCaarree TTeeaamm
TTaallkk ttoo YYoouurr DDooccttoorr

There are two key people in your health care team, you and your doctor.  You are just as important as your
doctor in directing your health care.  Only  you know how you feel, what you are doing or not doing to
improve your health, what you expect from your health, and any difficulties you may be having.  It is
important for you to tell your doctor these things so he or she can recommend the best treatmen t.

The first step you should take in becoming an active member of your health care team is to understand
what you are being treated for and why.  Continue to ask questions until you understand the answer.

It is important for you to understand your proble m or disease, your risk factors for the problem or disease,
any special diet you are on, medicines you may be taking, and the tests needed to follow your progress.
Ask about the benefits of medications as well as possible side effects.  If you are aware o f possible side
effects of a treatment, you will be able to manage them better.

By paying attention to your health and maintaining your own records, you will become an active decision
maker in your health care.

In addition to your doctor, other health pr ofessionals can help. These persons include:

 Registered nurses (RNs) can explain treatments to you, show you how to take your medication, and
help you find other sources of information and help.  As the health care provider you see the most,
nurses are a key resource.

 Registered dietitians (RDs) or qualified nutritionists can explain food plans, show you how to make
changes in what you eat, and give you advice on shopping for and preparing foods and eating out. They
also can help you set goals for changin g the way you eat, so you can successfully make changes in your
eating habits or in your lifestyle.  Call the National Center for Nutrition and Dietetics of the American
Dietetic Association at 1-800-366-1655 for a referral to a registered dietitian (RD) n ear you.

 Pharmacists are aware of the best ways to take medicines to lessen side effects and of the latest research
on drugs.  They can help you stay on your drug treatment program.
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Many people need help while making changes in life habits to reduce their  risk of certain health problems
or diseases; do not be afraid to ask for help from family, friends, and your health care team.  Involve your
spouse, family members, or significant others in your treatment plan.  By sharing your problem, your
current treatment plan, and your medication schedule, you can get the help you need to succeed.

By discussing a monitoring plan with your health care provider, both you and your physician will be more
likely to stick to a treatment plan.  If you have a specific proble m, discuss it with your doctor, nurse, or
dietitian.

SSaaffeettyy TTiipp
AA LLiittttllee TTiipp ffoorr EEvveerryyoonnee..

Put your car keys beside your bed at night.  If you hear a noise outside your home or someone trying to get
in your house, just press the panic button for yo ur car. The alarm will be set off and the horn will continue
to sound until either you turn it off or the car battery dies.  This tip came from a neighborhood watch
coordinator. Next time you come home for the night and you start to put your keys away, t hink of this:  It's
a security alarm system that you probably already have and requires no installation.  Test it. It will go off
from most everywhere inside your house and will keep honking until your battery runs down or until you
reset it with the button on the key fob chain.  It works if you park in your driveway or garage. If your car
alarm goes off when someone is trying to break in your house, odds are the burglar or rapist won't stick
around.... After a few seconds all the neighbors will be lookin g out their windows to see who is out there
and sure enough the criminal won't want that.  And, remember to carry your keys while walking to your car
in a parking lot. The alarm can work the same way there..... This is something that should really be shar ed
with everyone. Maybe it could save a life or a sexual abuse crime. This could also be useful for any
emergency, such as a heart attack, where you can't reach a phone


