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I n t r odu ct i on  an d A ck n owl edgm en t s 

 
Rapidly changing demographics in the United States provide strong 
evidence that community-based services will have to be expanded 
and multiplied many times over to support the expanding needs of 
chronically ill older people in the 21st century.  The health care needs 
and challenges of the growing older adult population are anticipated 
to drain the diminishing resources of our health care system, our 
government agencies, our community-based services, and most of 
all, our families. 
 
At the beginning of the 20th century, only 4 percent of the American 
population were age 65 or older.  By the beginning of the 1990s, the 
65+ population grew to about 12.5 percent of our total populations.  
By the year 2050, it is expected that there will be 1.3 million 
“ centenarians.”  
 
There are two positive reasons for these longer life spans: 

• Most people now live healthier lifestyles. 
• In the U.S., we have better medical care, public health 

services, medical research progress and more life-
sustaining medicines and technologies. 

 
These developments are a blessing for the healthy who reach these 
milestones, but a potential hardship for the chronically ill, as well as 
for the “ baby boomers”  sandwiched between the needs of their 
children and their aging parents. 
 
The “ boomers,”  born between 1945 and 1965, may spend more time 
caring for their parents than they have caring for their children.  More 
amazing, the children of today’s “ boomers’ may face even longer 
years of caregiving responsibility. 
 
Because of the predicted longevity, more people may need others to 
care for them for longer periods of time.  In some cases, the need for 
caregiving may last from 30 to 50 years. 
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From 1987 to 1997, the number of caregiving households in the U.S. 
tripled to more than 22 million.  A 1997 survey conducted by the 
National Alliance for Caregiving and the American Association of 
Retired Persons reported that nearly 25 percent of all U.S. households 
already had at least one caregiver and over 75 percent of those 
caregivers were caring for a relative or friend who was at least 50 
years old. 
 
More recently and closer to home, a 2001 survey of 290 employees at 
Minnesota State University, Mankato showed that 34 percent had 
provided care to a person aged 60 or older within the previous year 
and that 87.7 percent were employed full time.  Over 76 percent of 
them cared for their parents and nearly 69percent had been 
caregivers for over two years, averaging nearly 7 hours per week.  
Furthermore, over 67percent had to take time off from work in order 
to perform these duties. 
 
Both the national and local statistics just cited will continue to grow 
at unprecedented rates throughout this century.  Yet, who will be 
there to assist this growing legion of informal caregivers?  Where are 
they to turn for help, assistance, training and support as they journey 
through the joys and sorrows of the caregiving experience? 
 
Project ROSE (Reaching Out to Support Elders) is a Caregiver 
Support and Respite Project funded by the Minnesota Department of 
Human Services.  As the title implies, the project’s mission is to offer 
support and respite services to informal caregivers.  Included in the 
support initiative is training and educational information and  tips and 
techniques for providing care, including self-care. This manual is a 
product of Project ROSE whose service area includes the counties of 
Big Stone, Blue Earth, Brown, Carver, Chippewa, Fairbault, 
Kandiyohi, Lac Qui Parle, LeSueur, Martin, McLeod, Meeker, Nicollet, 
Redwood, Renville, Sibley, Swift, Watonwan, Waseca and Yellow 
Medicine. 
 
Project ROSE partners include: 
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Interfaith Volunteer Caregivers, Blue Earth, MN 
CARE Project, Montgomery, MN 
Chippewa County, Montevideo, MN 
CREST, Fairmont MN 
VINE, Mankato, MN 
Mid-Minnesota Area Agency on Aging, Willmar, MN 
Upper Minnesota Valley Area Agency on Aging, Appleton, MN 
Region Nine Area Agency on Aging, Mankato, MN (lead agency for the 
project) 
 
Project partners recruit and train volunteers to provide volunteer 
respite service to family caregivers of frail elderly and disabled 
seniors (aged xx and older).  Volunteers provide 2 to 4 hours of 
respite per week.  This is a free service to any caregiver residing in 
the 20 county service area.  Also, in addition to education and 
information, Project ROSE partners facilitate support groups, 
advocate for caregivers and the elderly and work with communities 
and organizations to develop community-based services. Whenever a 
project such as writing this manual is undertaken, there are many 
people and agencies to thank.  We owe a special debt of gratitude to 
the Eisai hhc Volunteer Support Caregiver Training Program from 
which much of this manual has been derived.  Their generosity in 
allowing for replication and adaptation of their manual has made 
production of this one infinitely easier, quicker and more cost 
productive. 
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Types of Caregivers and 
Their Needs 
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Understanding Caregiver and Care Recipient Needs 
 
In the course of fulfilling their duties and responsibilities, caregivers have 
the opportunity to reap many rewards as well as to learn and to grow.  
Caregiving can be exciting, challenging, frustrating and stressful.  It is a 
journey of self, mind, body, soul and spirit.  It can also be overwhelming, 
especially during the first days and weeks when you will struggle with your 
own emotions and grief over the illness of your loved one. You will also 
wonder how to even begin figuring out what needs to be done.  It is 
important for all caregivers to know that, no matter how unique a person’s 
circumstances, personality and illness are, all of us have the same basic 
needs.  These include: 
 
Physical Needs Psychological Needs 
Food Sex 

Clothing Love 

Shelter Affection 

Rent Recognition 

Activity Acceptance 

Avoidance of pain Security 

Safety, escape from danger Trust 

Sex  

 
When the basic needs are not met, a person at any stage of life will 
experience stress and other physical and emotional reactions.  This often 
is the case with primary caregivers, who frequently focus on meeting the 
needs of the care recipient and other family members, leaving their own 
needs unmet.  Care recipients also feel stress when they are unable to 
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express their needs or if they are misunderstood or ignored. 
 
Often, both the care recipient and you, the primary caregiver, will feel 
isolated and unappreciated.  Additionally, you both may feel that no one 
really cares about or understands your feelings or needs.  For example, the 
care recipient may not be consuming enough food for proper nutrition, 
while the caregiver may not be getting enough rest because of chronic 
sleeplessness and worry.  It is critically important that you, the caregiver, 
reduce your stress reactions to the caregiving situation.  One way to do 
that is by addressing some practical concerns and needs. 
 
PRACTICAL CONCERNS AND NEEDS OF PRIMARY 
CAREGIVERS: 
  
i  Strengthen problem-solving abilities.  When each problem arises, 

it should be dealt with quickly.  When problems pile up, they add to 
stress and can become overwhelming.  It is important for you to be 
proactive when problems occur by calling doctors and other health 
care professionals, seeking help from other family members and 
friends and requesting additional support from community 
organizations, as needed. 

 
i  Improve coping skills.  When the circumstances of caregiving can 

not be changed, you can reduce stress and regain control of 
emotional responses by using some of the following: 
– Humor. The ability to laugh at oneself, to see the lighter side of 

daily foibles and mishaps and not to take things so seriously.  
 
– Relaxation techniques.  Deep breathing, progressive muscle 

relaxation, meditation and yoga. 
 

– Faith.  If one has religious and spiritual beliefs, praying to a 
“higher power” or seeking support from one’s religious affiliation. 

 
 – Positive thinking.  Staying hopeful and using a realistic 

approach to changes and improvements that are possible.  
Stopping the downward spiral of self-defeating thought 
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patterns. 
  
i  Manage the needs of the care recipient.  Get help from others 

when focusing on the physical and psychological needs of the care 
recipient and addressing legal, financial and other practical matters. 

 
i  Manage the relationship with the care recipient.  An ongoing good 

relationship between spouses, significant others, partners or between 
a parent and child may become strained when roles are reversed.  
This is especially true when the adult child becomes the caregiver 
and the parent becomes the care recipient.  Additionally, as the care 
recipient’s social contacts become more limited, he or she can 
become even more dependent on the primary caregiver and other 
family members as their only connections to the outside world.  It is a 
challenge to keep the relationship balanced and not to take conflicts 
personally. 

 
i  Obtain useful and relevant information.  While attempting to meet 

the needs of your loved one, you should seek information on a 
variety of topics which may include the: 

  
– Diagnosis, prognosis and treatment options for the care 

recipient’s disease or conditions. 
 
– Symptoms of the disease or condition at various stages. 

 
– Health care needs of the care recipient at various stages of the 

disease or condition. 
 

– Expected emotional responses to the disease or condition from 
the care recipient and other family members. 

 
– Kinds of professional, para-professional and volunteer support 

services available to assist the care recipient and primary 
caregiver and how to gain access to them. 

 
– Short-term and long-term financial and legal implications of the 

care recipient’s disease or condition. 
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– End-of-life decisions and considerations of the care recipient. 

  
i  Stay healthy.  While focusing on the needs of the care recipient, a 

primary caregiver should set a priority to maintain good health.  
 

– Proper nutrition.  Getting the right balance of nutrients and 
foods. 

 
– Activity and rest.  Achieving the right balance of busy time and 

down time. 
 

– Regular exercise.  Twenty minutes to one half-hour at least 
three times a week. 

 
– Prompt medical attention.  Recognizing the warning signs and 

symptoms of stress, anxiety and illness and seeing a doctor 
promptly. 

  
i  Manage family issues.  Primary caregivers and care recipients can 

come from functional or dysfunctional families.  Unresolved family 
conflicts may resurface and new ones may arise when a key family 
member takes on the role of primary caregiver of an older family 
member.  This kind of situation can disrupt the family’s routine.  
Primary caregivers often fall into this role without help from other 
family members. 

 
i  Handle feelings.  You, as a primary caregiver, need opportunities to 

express the range of feelings you will undoubtedly experience - from 
frustration, anger, guilt and fear to anxiety, loneliness and 
depression.  These feelings should be accepted as valid and 
reasonable, given the circumstances.  It is not unusual for caregivers 
to need help in learning how to handle these feelings constructively 
and you should not feel ashamed or embarrassed.  You are strongly 
encouraged to seek help if you find you can’t sleep, feel hopeless, 
have frequent crying spells or are using more drugs or alcohol to 
numb your feelings. 
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i  Strengthen communication skills.  The ability to communicate your 
feelings can be a safety valve in emotional situations.  It is especially 
important that you be able to handle negative feelings about your 
caregiving responsibilities and the care recipient.  It is helpful to learn 
how to use assertive, rather than aggressive or passive 
communication with family members, the care recipient and health 
care providers. 

 
i  Ask for help.  Please understand, believe and know it is okay to ask 

for help from other family members and/or from outside 
organizations.  Caregivers SHOULD NOT have to carry the entire 
load by themselves.  Accepting help in no way diminishes your value 
or ability to provide the best care for your loved one.  As a matter of 
fact, it is critical to both of you, that you find a way to communicate 
your need for help. 

 
i  Plan for the future.  Deciding to keep the older care recipient at 

his/her home, your home, or to move your loved one into a long-term 
care facility is difficult, even when you know you can no longer 
handle the responsibility. 

 
It is very important that you remain alert for frequent and/or persistent 
signs of stress reactions.  If others express concern about you appearing 
tired, haggard and/or edgy or nervous, believe them.  You just might 
possibly be experiencing “caregiver burnout.” 
 

 Caregiver Burnout 
 
Burnout is a very serious problem for primary caregivers, care recipients 
and their families.  It occurs when the caregiving burden becomes too 
great for the primary caregiver to bear.  The caregiving burden is the total 
physical, emotional, financial and psychological needs of the care recipient 
with which the primary caregiver must contend day in and day out.  
Burnout can be devastating. 
 
The spouse and children of the primary caregiver may lose their own family 
caregiver to the anger, depression and despair that stems from burnout.  
The care recipient also may lose the quality of care and comfort provided 
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by the primary caregiver.  Everyone should be aware of the symptoms and 
signs of “caregiver burnout.”  
  

Symptoms of Burnout 

i  Disrupted sleep patterns, including insomnia or habitually 
oversleeping; never feeling rested, even when you have 
managed to have a full night’s sleep; sleep troubled by 
disturbing dreams or nightmares. 

i  Altered eating patterns, including not being able to eat or 
overeating; significant weight gain or loss. 

i  Increased sugar consumption or use of alcohol or drugs. 
i  Increased smoking or a strong desire to start again after having 

quit. 
i  Frequent headaches or sudden onset of back pain; increased 

reliance on over-the-counter pain remedies or prescribed 
drugs. 

i  Irritability. 
i  High levels of fear or anxiety. 
i  Impatience. 
i  The inability to handle one more problem or crisis. 
i  Overreacting to commonplace accidents such as dropping a 

glass or misplacing something. 
i  Overreacting to criticism. 
i  Overreacting with anger toward a spouse, child or older care 

recipient. 
i  Alienation, even from those who offer relief and help. 
i  Feeling emotional withdrawal. 
i  Feeling trapped. 
i  Thinking of disappearing or running away. 
n Not being able to laugh or feel joy. 
i  Withdrawing from activities and the lives of others around the     

primary caregiver. 
i  Feeling hopeless most of the time. 
i  Loss of compassion. 
i  Resenting the care recipient and/or situation. 
i  Neglecting or mistreating the care recipient. 
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i  Frequently feeling totally alone, even though friends and family 
are present. 

i  Wishing simply “to have the whole thing over with.” 
i  Playing the “if only” game: Saying over and over “If only this 

would happen” or “If only this hadn’t happened.” 
i  Loss of hope, purpose and meaning. 
i  Thinking of suicide as a means of escape. 

 
Realize that it is not unusual or abnormal for you to feel some of or even all 
of these from time to time.  However, you should become concerned about 
yourself if you display even a few of these symptoms every day.  You have 
reached a crisis if you begin striking back by mistreating your care recipient 
or other family members, begin neglecting your own health or experience 
thoughts of suicide.  If any of these occur with you, get help 
IMMEDIATELY. 
 
It is also important for you to be aware that caregiver burnout usually 
occurs in three stages. 
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Stages of Burnout 
 
STAGE ONE: FRUSTRATION 
 
The primary caregiver expresses continuing frustration and disappointment 
over the care recipient’s deteriorating condition or lack of progress.  The 
primary caregiver has difficulty accepting that the quality of care and effort 
has nothing to do with the actual health-related decline or mood of the care 
recipient. 
 
STAGE TWO: ISOLATION 
 
The primary caregiver struggles to maintain a sense of purpose in working 
so hard to provide care.  He or she may express feelings of loneliness, 
being unappreciated, second-guessed or criticized by other family 
members and the care recipient.  Reality of the care recipient’s condition 
and the limitations of caregiving are not accepted.  The primary caregiver is 
reluctant, unable or unwilling to reach out for help from others. 
 
STAGE THREE: DESPAIR 
 
The primary caregiver feels helpless and adrift.  The primary caregiver is 
unable to concentrate and loses effectiveness as a caregiver.  He or she is 
no longer excited about the progress or response of the care recipient to 
quality care.  As a consequence, the primary caregiver neglects personal 
care and well-being, loses interest in the community, social contact and 
respite activities, such as reading books, watching movies or other 
stimulating activities. 
 
As soon as you recognize that you are in the midst of Stage One of 
“caregiver burnout,” it is highly recommended that you find someone with 
whom to talk.  Oftentimes expressing your feelings out loud to a trusted, 
empathetic person will result in reduced stress.  Also, you are encouraged 
to call the Senior LinkAge Line® at 1-800-333-2433 for local resource 
information to get the assistance you need to help reduce your stress level.  
Remember, no caregiver can do it all alone.  Everyone needs help sooner 
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or later and the sooner you get it, the better caregiver you will be. 
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Safety Issues  
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Understanding Caregiver and Care Recipient Safety 
Needs 
 
No matter how limited or extended the caregiving duties, you should be 
aware of precautions required to make your home safer.  A clean 
environment becomes more important than normal as there is an increased 
need to control for the prevention of infection and transmission of disease.  
Both the caregiver and care recipient have an increased likelihood of 
falling, and extra precautions should be taken to prevent burns and cross 
contamination of foods. 
 
Most accidents happen in the bathroom and kitchen.  Accidents also are 
more likely to happen when someone is angry, tired or stressed.  
Heightened (or dulled) emotions can reduce one’s alertness to the 
possibility of an accident.  A calm environment is more likely to promote 
safety than a home where stress levels are high.  
 
Making a home safe may mean paying attention to details that have never 
before been considered, such as placement of furniture and large items of 
glass (coffee tables or sculptures, for example).  It may mean removing 
furniture with sharp edges and blocking direct access to large picture 
windows.  Unstable rocking chairs can be a hazard, as can fragile 
antiques. 
 
In the bathroom, carpet may be better than a floor mat because it absorbs 
spills and doesn’t get slippery.  Outdoor pools pose a threat to older adults 
(particularly those with sight problems) and should be well gated and 
locked.  Older adults who live in high rise buildings should have security 
locks installed on windows and balcony doors. 
 
Smoking poses a serious hazard for older people, because of both health 
considerations and the danger of starting a fire.  If your loved one smokes, 
if possible, ensure it is done only under supervision. 
 
Poor eyesight, dull hearing, poor balance, side effects from multiple 
medications, slower reaction times and difficulty moving all put older adults 
at risk for accidents.  You are encouraged to conduct a safety inspection of 
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your home to minimize hazards. 
 

Household Safety  
‘  Chemicals, harsh cleaners, insecticides, medications, paints, etc. 

should all be labeled with big, clear letters.  If the older person has 
dementia, these items should be moved completely out of sight. 

‘  Rooms and hallways used by an older person should be adequately 
lighted.  This helps the older care recipient to see the details of a 
room more clearly and avoid accidents and obstructions. 

‘  At least two flashlights, with working batteries, should be ready to 
use and easy to find if the lights go out.  One should be put by the 
care recipient’s bed and one should be put on a kitchen table.  If 
there is a blackout, several large flashlights are safer than candles.  
A volunteer should know where to locate flashlights in case of 
emergencies. 

‘  Bathrooms and kitchen outlets should have working circuit breakers. 
‘  In the kitchen, the burners and the oven should work properly.  

Outlets should not be overloaded and wires should not rest on hot 
appliances.  If the older adult is apt to reach for equipment located 
above the hot stove, then such items should be rearranged to avoid 
this. 

‘  Because of their thinner skin and slower reactions, older people are  
 at a greater risk of scalding.  Hot water heaters should be set so the 

temperature of the water doesn’t rise about 120 degrees F. 
“  If the care recipient gets cold easily, he or she should be dressed 

with extra layers and the heat should be set at a higher temperature 
level for comfort.  However, extreme care should be taken with space 
heaters and electric blankets, as they can cause burns and fires if 
not used properly. 

“  Smoke detectors should be checked monthly to make sure they 
work.  An older adult’s waning sense of smell makes a smoke 
detector more important. 

“  Easy escape routes in case of fire should be located.  An older adult 
won’t be able to climb out of a window easily, so escape routes that 
are easy to use must be planned before an emergency.  Is the back 
door wide enough for the care recipient’s wheelchair?  Is there a 
back stairway that an older person can manage?  If a bedridden care 
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recipient won’t be able to escape, the local fire department should be 
called and asked for safety instructions in case of an emergency.  If 
an older person is disabled, the local fire department should be 
notified of the older person’s health status, so that they can respond 
quickly and appropriately in emergency situations.  All caregivers 
should become familiar with whatever fire escape procedures are 
required. 

“  A small fire extinguisher that is easy to handle should be kept in a 
convenient place, preferably near the kitchen where fires are most 
likely to start.  Caregivers should be familiar with how to use the 
extinguisher. 

“  A list of clearly written, large-print emergency phone numbers should 
be kept by every phone, or programmed in the telephone’s memory 
for quick dialing.  Telephone memory codes to emergency numbers 
should be labeled or listed by each phone.  The list should include 
police, fire, poison control, ambulance, the care recipient’s doctors, 
the primary caregiver’s home and work numbers and the phone  
number of a nearby relative or neighbor.  It should not be assumed 
that the care recipient will remember these numbers or even 911. A 
volunteer, or other temporary caregiver, should be able to locate and 
access any of these numbers in case of an emergency. 

 
Serious injuries from falls often require older care recipients to be moved to 
nursing homes or other long-term care facilities.  Following are fall-
prevention guidelines that can be used to check an older care recipient’s 
living environment. 
 

Guidelines for Preventing Falls 
 

Floors, Halls, Doorways and Pathways 
“  Remove all obstacles to safe passage, such as trash, wiring, 

wastebaskets, footstools, magazine racks, books, magazines, shoes 
and clothes. 

“  Repair worn or ripped carpets. 
“  Tape or tack down curled carpet corners or edges. 
“  Place non-skid pads under throw rugs or remove them. 
“  Repair loose floorboards. 
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“  Remove thresholds at doorways. 
“  Buff waxed floors thoroughly and use nonskid wax. 
“  Install handrails. 
“  Adjust the location of hanging plants to prevent having to duck when 

passing and still permit watering without having to reach. 
 

Stairs 
 
“  Install an electric-powered lift to carry the older adult care recipient 

up and down the stairs in a chair, build ramps on short stairways or 
create a bedroom/bathroom suite on the first floor to eliminate the 
need for the care recipient to use stairs. 

“  Install sturdy handrails, as necessary, on both sides of the stairs, 
including those leading to entrances and the basement. 

“  Make sure there is adequate lighting by the stairs. 
“  Consider removing stairway carpeting.  It makes footing more risky 

by shortening the depth of each step and rounding off step edges. 
“  Use non-skid treads on stairs. 
“  Mark step edges with brightly colored adhesive tape so each can be 

seen more clearly. 
“  Make sure that steps are no more than six inches high. 
 

Bedrooms 
 
“  Make sure the bed is at a height that permits the care recipient to get 

in and out easily. 
“  Replace unlocking wheels with wheels that can be locked to make 

furniture more stable. 
“  Replace or repair broken or unstable furniture, such as a tripod table. 
“  Replace furniture that have legs that curve outward as the create a 

tripping hazard. 
“  Use chairs easy to get into and out of, with strong armrests and high 

backs for support. 
“  Keep a walker or cane by the chair or acquire an electric-powered 

pneumatic chair that lifts and lowers the care recipient. 
“  Make sure there is adequate light for reading and the light switches 

are easy to use. 
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“  Make sure a telephone is within easy reach of the care recipient. 
 

Bathrooms 
 

“  Keep the bathroom free of spills and litter. 
“  Install a special raised toilet seat for easier use by the care recipient. 
“  Install grab bars near toilets and bath tubs. 
“  Replace bar soap with a wall-mounted, liquid soap dispenser in the 

shower. 
“  Install non-slip strips on the bottom of the tub or shower floor. 
“  Place non-slip strips or rubber-bottom bathmats on the bathroom 

floor. 
“  Avoid using bath oils that can result in slippery conditions. 
“  Use a secure rod screwed into the wall to hang shower curtains. 
 

The Importance of Cleaning a Home for Germ Control 
 
With your older loved one at home and the responsibility of maintaining the 
household for the rest of the family, you are likely to be overwhelmed.  Yet, 
actions designed to prevent the spread of infections is critically important.  
So, if you need help, please ask for it, whether from other family members, 
friends, neighbors or community resources that are available for such 
purposes. Proper cleaning of the living environment and good personal 
hygiene for your care recipient will go a long way toward ridding a home of 
major infectious germs. 
 
If your loved one is chronically ill or frail, is taking certain types of 
medications or receiving special therapies for a life-threatening illness, 
such as cancer, he or she may have a weakened immune system and, 
therefore, be more vulnerable to infection. You, and others who come in 
contact with your care recipient, also need to be protected from infections 
that may prevent them from providing care. 
 
Infections are the result of the body being invaded by germs.  These cause 
an adverse reaction - directly by damaging cells or indirectly by releasing 
poisonous substances (toxins) into the body.  Germs are spread directly by 
a person touching something that is contaminated, or indirectly by 
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breathing in airborne germs, by eating contaminated food, or by being in 
contact with contaminated clothing, equipment or insects.  The symptoms 
will depend on the type of infection, where it is located and whether it has 
spread throughout the body. 
 
An infection is only dangerous if it is given a suitable environment in which 
to flourish.  People and animals are the sources of most infections, as 
carriers of many bacteria and viruses.  Anyone can become infected, but 
the most vulnerable are those who have low immunity, such as someone in 
poor health. 
 
The four basic kinds of cleaning products are all-purpose cleaning agents 
which can be used on many surfaces; soaps for bathing, washing dishes 
and laundry; cleansers for scouring and hard-to-clean areas and specialty 
cleansers for tasks such as cleaning windows or ovens.  Directions for their 
proper use should be followed and they should be stored in a safe place. 
 

Four Sets of Tasks for Household Cleaning and Chores  
1. Dusting and straightening.  Dusting is probably a once-a-week 

chores, while straightening may be necessary a few times a day. 
2. Cleaning floors and rugs.  With the exception of wood floors, which 

should be cleaned with a mixture of vinegar and water, floors can be 
washed with warm sudsy water after loose dirt has been swept away.  
Wet floors are slippery, so they should be dried quickly to avoid 
accidents.  Rugs and carpets should be vacuumed at least weekly. 

3. Cleaning the kitchen.  Particular attention should be paid to 
cleaning food preparation surfaces, storage areas and the 
refrigerator.  Dishes should be washed in hot, soapy water, rinsed in 
hot water (rinsed in boiling water if someone in the house has an 
infectious disease) and allowed to air dry.  If there is a dishwasher, 
one should learn how to use it properly and what should not be put in 
it.  Special cleaners should not be used inside the oven.  Garbage 
receptacles should be emptied frequently and recyclables should be 
rinsed, as their residue can attract insects and rodents. 

4. Cleaning bathrooms.  It is important to maintain a high level of 
cleanliness in the bathroom.  If this is not done, germs and odors can 
grow to dangerous levels.  Bathroom surfaces, especially floors, 
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tubs, shower stalls and toilets should be scrubbed with a disinfectant 
to keep germs under control. 

 
For quick clean-up jobs, a bucket with cleaning items, such as paper 
towels, sponges or rags, a scrub brush, a multi-purpose cleaner, a 
disinfectant and carpet cleaner, may be stored in the care recipient’s 
bathroom. 
 

Hand Washing 
 
There is a reason why we were taught at a young age to wash our hands 
after using the toilet and before and after meals.  Hands are the principal 
transferral for germs and the most likely way the infections will pass from 
one person to another. 
 
You should always wash your hands before providing assistance to 
someone for whom you are caring.  Hands should be washed when 
entering the living environment, after handling soiled articles and before 
and after handling food.  Anyone who is recovering from a cold should 
wash his or her hands more often, but especially after coughing or 
sneezing.  In the living environment of an older adult who has an infectious 
disease, special care should be taken to wash hands after contact with the 
older person. 
 
To wash hands correctly, one should remove jewelry, roll up sleeves and 
run water over a bar of soap to clean it.  Hands should be wet and lathered 
up with soap.  The entire surface of the hands, between fingers, around 
and under the fingernails and above the wrist should be washed 
thoroughly.  Under the nails should be scrubbed if a nailbrush is available.  
Hands should be rinsed and washed again. 
 
Hands should be elevated to drain water from fingers to wrist (clean to less 
clean area) and dried thoroughly with a clean towel.  Moisturizer should be 
added to keep the skin from becoming dry and cracked, because germs 
can get into the cracks in dry skin. 
 

Additional Precautions Against Infections 
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Disposable gloves should be used by caregivers as an added precaution 
when coming into contact with moist body substances or fluids, such as 
blood, urine, pus, feces, saliva or a wound drainage of any kind. 
 
To avoid spreading droplets when sneezing or coughing, always cover your 
mouth with a tissue or handkerchief.  Caregivers or visitors may need to 
wear a mask if coughing or sneezing is persistent. 
 
Moisture-resistant gowns or aprons should be used on occasions when 
you may anticipate getting your clothes soiled with a body substance.  A 
mask or protective eye wear may also be used. 
 

How to Dispose of Body Wastes 
 
Body wastes from the care recipient’s room may carry infection and should 
be disposed of carefully in a way that does not spread infection.  Wearing 
latex gloves and an apron when disposing of body wastes is 
recommended.  Wastes include used paper tissues, sputum, dirty 
dressings, uneaten food, urine, feces or vomit.  
  

Guidelines for Disposing of Waste  
‘  Use disposable gloves. 
‘  Pick up solid wastes with tongs, a spring clothespin, a tissue or paper 

towel. 
‘  Place waste in paper or plastic bags and dispose of it in covered 

containers. 
‘  Place liquid wastes in a container with a lid or pour them down a 

toilet.  Discard disposable gloves safely.  Wash tongs and containers 
with hot water and soap. 

 
Remember: Wash hands immediately after handling body wastes. 
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Hygiene in the Kitchen 
 
To avoid contamination, food must be purchased wisely, stored and 
refrigerated quickly and prepared and cooked properly.  The following are 
just a few guidelines to help improved kitchen safety. 
 

Tips for Proper Kitchen Hygiene 
 

‘  Keep pets away from all food and kitchen surfaces. 
‘  Wash hands properly before and after preparing food. 
‘  Wash utensils and cutting tools thoroughly with hot water and 

dishwashing liquid. 
‘  Change and launder dishtowels and cloths regularly.  Use clean 

dishtowels and cloths when working in the kitchen to prepare foods. 
‘  Do not wipe hands on an apron or cloth.  Do not use dishtowels as 

hand towels. 
‘  Cover any cuts or sores on hands with a bandage. 
‘  Do not use or eat food if it comes from damaged containers or has 

passed its expiration date. 
‘  Store fruits and vegetables in the bottom of the refrigerator and wash 

them thoroughly before eating. 
‘  Do not use the same knife and chopping board to prepare cooked 

and uncooked foods at the same time. 
‘  Do not prepare foods too far in advance. 
‘  Follow frozen food guidelines and directions on the package 

carefully. 
‘  Store meat and fish in the coldest part of the refrigerator and cook 

them thoroughly. 
‘  Do not taste food with fingers. 
‘  Follow cooking guidelines and directions on all products exactly as 

described on the package. 
‘  When reheating food, check it to make sure it is thoroughly hot.  It 

should not be reheated more than once. 
‘  Serve and eat cooked food while it’s hot. 
‘  Do not give chronically ill older people the following foods: soft 

cheeses, which may contain listeria bacteria; raw or undercooked 
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eggs or undercooked meat, especially poultry, which can cause 
salmonella poisoning. 

 

Nutrition and Meals 
 
There is growing evidence that shows the quality of diet can play a major 
role in preventing or contributing to five of the leading causes of death in 
the U.S.: heart disease, cancer, stroke, diabetes and atherosclerosis 
(narrowing of the arterial wall).  A balanced diet provides a combination of 
nutrients, including vitamins, minerals, proteins, carbohydrates, fats and 
fiber. 
 
During illness, the body requires an even more balanced diet.  It also 
needs vitamins, such as vitamin C, to fight the deterioration from emotional 
and physical stress by supporting the immune system.  Surgery and illness 
can cause tissue loss and weaken the immune system, requiring more 
protein from the body.  Diet plays a crucial role in supplying the nutrients 
the body needs. 
 
High-protein supplements, such as protein drinks and adding cooked meat 
fish or poultry to vegetable dishes may be required for good nutrition.  
Getting enough calories is critical to good health.  When too few are 
consumed, the body draws first on its stores of fat for fuel and then on 
protein. 
 
Proteins supply the body with amino acids, which are required to build new 
protein.  Protein from foods, such as meat, poultry, fish, eggs, milk and 
cheese, provide essential amino acids, while vegetables need to be 
combined with beans, peas or nuts to provide complete protein. 
 
Carbohydrates, which are starches and sugars, are the body’s main source 
of energy.  Starches include potatoes, pasta, bread, rice and some fruits.  
Sources for sugars include table sugar, candy, pastries, jams and jellies. 
 
Fats also are a good energy source and are an essential component of the 
body’s cells.  However, saturated fat should be eaten in moderation 
because of the risk of heart disease and obesity.  Sources of unsaturated 
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fat are oily fish, some vegetable oils and margarine.  Sources of saturated 
fat include red meat, poultry, whole milk and other dairy products. 
 
Vitamins and minerals help the body function properly and contribute to 
overall good health.  These are found in fruits, vegetables, whole grains 
and some animal proteins. 
 
Fiber passes through the body and helps prevent bowel and digestive 
problems.  Fiber is found in whole meal bread, cereals, potatoes, peas, 
bananas, oranges and green leafy vegetables. 
 
A major responsibility for you, the primary caregiver, is to plan, arrange 
and/or serve ailing loved ones at least three meals daily that include a 
variety of foods and servings for proper nutrition. 
 
Older adults with certain medical conditions may have special dietary 
restrictions, such as a low salt diet for people with high blood pressure or a 
sugar-free diet for diabetics. 
 
A regular nutritionally balanced diet includes a variety of foods that should 
be consumed daily to provide the minimum amounts of vitamins, minerals, 
carbohydrates, fats and proteins.  Following are guidelines for meeting the 
daily minimum nutritional requirements for older adults. 
 

Daily Minimum Nutrition Requirements for Older Adults 

FOOD GROUP NUMBER OF SERVINGS 

Bread Group (bread, pastas, 
cereal, rice) 6 for women, 9 for men 
Vegetable Group 3 for women, 4 for men 
Fruit Group 2 for women, 3 for men 
Milk Group (milk, yogurt, cheese) 2 for women, 3 for men 
Meat Group (poultry, meat, fish, 
beans, eggs, nuts) 2 for women and men 

Fats, oils and sweets Only to be used sparingly 

Following are examples of one serving size from each group: 
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Breads, Cereals, Rice and Pasta Milk, Yogurt and Cheese 
1 slice of bread 1 cup of milk or yogurt 
½ cup of cooked rice or pasta 1 ½ to 2 ounces cheese 
½ cooked cereal  
1 ounce of ready to eat cereal  

Fruits 
Meat, Poultry, Fish, Dry Beans, 
Eggs and Nuts 

1 piece of fruit or melon wedge 
2 ½ to 3 ounces of cooked lean 
meat, poultry of fish 

¾ cup of juice 
1 egg or 2 tablespoons butter count 
as 1 ounce of lean meat 

½ cup of canned fruit  
¼ cup of dried fruit  
Vegetables Fats, Oils and Sweets 

½ cup of chopped raw or cooked 
vegetables 

Limit butter, cream, candy, 
margarine, soft drinks, sweet 
desserts and alcohol. 

1 cup of leafy raw vegetables  
 

Meal Time Support 
 
There are a number of different situations that can hinder your loved one’s, 
or your, ability to maintain a healthy diet.  Malnutrition can occur when 
someone: 
 
‘  Lives alone. 
‘  Cannot go grocery shopping on a regular basis. 
‘  Has difficulty selecting and preparing foods. 
‘  Doesn’t have enough money to buy food. 
‘  Has inadequate food storage space. 
‘  Has inadequate stored supplies and equipment for food preparation. 
‘  Has a small appetite. 
‘  Hates to eat alone. 
‘  Has difficulty chewing and swallowing. 
‘  Has a weakened sense of taste. 
‘  Suffers from frequent nausea and fatigue. 
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‘  Has difficulty with feeding. 
 
It is important to stay alert for any signs of malnutrition.  At the earliest sign 
of potential problems, get assistance immediately either from a dietician, 
nurse or regular food service, such as Meals on Wheels. 
 

Signs Which May Indicate Malnutrition 
 

‘  Weakness or trembling 
‘  Excessive sweating 
‘  Weight loss 
‘  Sunken cheeks 
‘  General changes in appearance 
‘  Bouts of diarrhea 
‘  Dry, dull hair 
‘  Scaly, rough skin 
‘  Dry and reddened eyes 
‘  Swollen and red, patchy tongue 
‘  Poor muscle tone 
‘  Lack of energy 
 
You can improve the nutrition of an older loved one by discussing with him 
or her the kinds of food he or she enjoys eating and by preparing foods 
that are colorful and interesting, as well as nutritious. 
You can also help make meal times more pleasant and comfortable by 
following these guidelines: 

‘  Turn meal times into pleasant social events. 
‘  Provide interesting and enjoyable food selection, locations and 

mealtime routines. 
‘  Assist the older care recipient in feeding by:  

T Making the room more attractive. 
T Washing the person’s hands. 
T Positioning the person to be comfortable. 
T Presenting appealing food. 
T Providing dentures and eyeglasses, as needed. 
T Offering to clean the bedpan or urinal before the meal is 



Guide to Car egiving  

Tips, Techniques and Points to Ponder   

served. 
T Checking the person for swallowing or digestive 

problems. 
T Helping to cut the food or feed the meal, as needed. 
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Section 3 
 
 
 
 
 
 
 
 
 
 
 
 

Medications and Other 
Tasks  
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Medications 
 
Medications have important uses in preventing illness, maintaining health, 
relieving pain and treating other symptoms of chronic illnesses and 
conditions.  To be used appropriately, safely and effectively, however, 
medications must be taken as directed, stored properly, used for their 
intended purpose and only by the person for whom they were prescribed. 
 
Often, your older loved one, and even you, are prescribed several 
medications to treat a number of illnesses and conditions.  In most cases, 
you are the one responsible for helping your older care recipient adhere to 
taking medications on time and as prescribed by a doctor.  Your loved one 
may not be able to adhere to multiple prescription drug regimens on their 
own for a variety of reasons, including the complexity of the medication 
regimen, poor memory and lack of understanding about why and how to 
take the medications. 
 

Medications: Questions to Ask 
 
Whenever your loved one is prescribed a new prescription, both you and 
he or she should understand what the medication is for, what it will do and 
what its side effects are alone, and in combination with the other 
medications that are being taken.  The following are common questions to 
ask a doctor and pharmacist: 
  
‘  What is the medication intended to do? Is it treating the cause of the 

illness or condition or its symptoms? 
‘  Is there an additional way to treat the problem, such as a change in 

diet, exercise or lifestyle? 
‘  When and how should the older care recipient take this medication? 
‘  When is the best time of day to take this medication? 
‘  Is it safe to take it with the other medications, vitamins, herbal 

products and/or foods? 
‘  Should particular foods, liquids, nutritional supplements or activities 

be avoided while taking this medication or any other medication 
already being taken? 

‘  What is the proper dose for someone of the older care recipient’s 
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age?  Older adults tend to be more sensitive to medications because 
of body changes, such as water loss or fat gain, decreased ability of 
the liver and kidneys to process and clear medication from the body, 
a greater difficulty maintaining normal blood pressure and adapting to 
changing temperatures.  Also, older people are more likely to have 
illnesses or conditions that alter their response to medications. 

‘  How long does it take for this medication to have an effect, and how 
will one know if it is working? 

‘  How long should the older care recipient use this medication?  
Should he or she continue to take it even after feeling better?  The 
older care recipient or the primary caregiver should check regularly 
with the doctor - perhaps every few weeks, depending on the potency 
of the medication and the side effects - to find out if the medication is 
still needed or if the dose can be lowered. 

‘  What are the possible side effects?  What should be done if the older 
care recipient has a bad reaction?  There are usually trade-offs to be 
made in treating older people - for example, a care recipient may 
need to take medication that worsens confusion in order to eliminate 
more troubling hallucinations or paranoia.  All the pros and cons 
should be discussed with the doctor. 

‘  What should be done if the care recipient misses a dosage? 
‘  Is this medication habit-forming?  Will it be difficult for the care 

recipient to stop taking it. 
‘  Can a generic version be prescribed that will act in the same way, but 

is less expensive?  Or is the branded medication better for this 
particular condition? 

 

Reasons Why Some People Refuse Medications 
 

‘  The care recipient may have difficulty obtaining medicines because 
of transportation problems or financial limitations. 

‘  The care recipient may not understand the doctor’s instructions about 
the medicines prescribed or may be confused about which 
medication to take and when. 

‘  The care recipient has disabilities (e.g. difficulty walking, seeing or 
remembering) which make it difficult for the care recipient to get or to 
open the medicine bottle or container or to take, apply or swallow the 
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medicine. 
‘  The care recipient does not take medications as prescribed but, 

because of limited financial resources, takes less of each medication 
so the monthly supply will last longer. 

‘  The care recipient may not believe the medications are helping, may 
dislike the side effects, or may be depressed and not motivated to 
get well or feel better. 

 

Reading the Label 
 
Labels are placed in a prominent place on the containers of all prescription 
medications.  Labels should include the following information: 
 
‘  The name and address of the person for whom the medicine is 

prescribed. 
‘  The name of the physician who prescribed the medication. 
‘  the dosage amount and directions for taking the medication; for 

example, “three times a day with food.” 
‘  The date the prescription was filled. 
‘  The prescription number used by the pharmacy as a reference. 
‘  The name, address and phone number of the pharmacy and name of 

pharmacist. 
‘  The number of times the prescription can be refilled. 
‘  The expiration date when the medication should be discarded. 
‘  The amount of medicine in the prescription bottle, such as the 

number of tables, patches, or capsules; ounces, mls, or ccs for 
liquids and ounces or grams for solid dosage forms.    

  
Medication Record 
 
It is a good idea for you and your older care recipient to keep a medication 
record to note all of the prescription and non-prescription medicines they 
are taking. 
 
The medication record should be kept in your loved one’s wallet or purse 
and should be shown to all doctor’s, nurses and pharmacists involved in 
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the health care of that older person.  The medication record must be 
updated whenever a change in the medication regimen occurs. 
 
The medication record also is a place to help keep track of any bad 
reactions to specific medications or explain why a medication is not been 
taken as prescribed.  For example, your loved one may be told to take a 
diuretic twice a day, but he or she is only taking it once a day because of 
increased frequency of urination. 
 

Medication Schedule 
 
A medication schedule table can be used to help the care recipient, 
primary caregiver or others keep track of when medications should be 
taken.  A sample medication record form and medication schedule table 
can be found in Section XX: “ Appendices,” on pages xxx and xxx. 
 

Storing Medications 
 
To help ensure the effective and safe use of medications, the following 
guidelines are recommended when storing and discarding them: 
 
‘  All medications - including prescription and over-the-counter 

medications and herbal remedies - should be kept out of reach of 
anyone who might misuse them.  If there are older adults who are not 
responsible for their actions or children in the home, medications 
should be locked in a cabinet or kept in bottles with safety lids. 

‘  Some medications must be stored in the refrigerator.  These should 
be stored in an area where they won’t freeze and children can’t reach 
them. 

‘  Medications should be stored away from moisture, light and heat.  
These factors can change a medicine’s chemical composition and, 
therefore, its effectiveness or strength.  Do not store medicines in the 
bathroom or kitchen because these rooms are often moist and warm. 

‘  Medicine should be discarded if it has no label, has a label that 
cannot be easily read or is no longer potent because it is beyond the 
expiration date on the medicine bottle or package.  If medications are 
being discarded, they should not be placed in the garbage where 
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children and/or animals can get to them.  Instead, a physician or the 
local health department or poison control center should be contacted 
for instructions regarding how to dispose of drugs properly. 

‘  Clear medications that look like water or soft drinks should not be put 
in containers from which children or others might drink. 

‘  An emergency telephone list should be created with numbers of 
significant family members and friends, the emergency room of the 
nearest hospital, the local poison control center, the police or fire 
rescue squad, all doctors and other professional care providers, 
emergency medical services and local pharmacies that are open on 
weekends and holidays. 

 

The Care Plan  
 
A care plan is created by: 
 
‘  Assessing your loved one’s situation, the strengths and caregiving 

abilities of you, the primary caregiver, and other family members. 
‘  Defining the needs for care. 
‘  Setting the objectives for care. 
‘  Determining what services will be provided by the health care 

professionals and what services will be provided by community 
organizations staff and volunteers. 

 
A care plan may be created by a home care agency, care manager or 
hospital staff, before an individual is discharged from a hospital.  One or 
more care plans may be required, depending on the complexity of the 
situation.  Your loved may need skilled care from several professionals, 
including a registered nurse, physical therapist, social worker and/or home 
health aide. 
 
You and your care receiver may need assistance with meals, 
transportation, respite, shopping/other errands, housecleaning, minor 
repair jobs, correspondence and paperwork and other support services 
from community organization staff and volunteers. 
 
Of course, you, the primary caregiver must also complete daily tasks and 
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activities that relate to the care plan and provide ongoing care and support 
to your loved one.  The care plan should provide an organized structure 
and flexibility to handle changes in your loved one’s condition and 
unexpected occurrences. 
 

Organizing Tasks and Activities 
 
Primary caregivers often are under pressure to maintain the living 
environment, manage the household and provide care and support to 
children still living at home, as well as to their older care recipient.  These 
responsibilities can only be met if the primary caregiver is organized.  
Otherwise, important daily tasks will not get done. 
 
Getting organized can take time.  However, having an organized plan of 
tasks and activities can save time in the long run.  To do this, the following 
four basic steps can help: 
 
‘  List 
‘  Prioritize 
‘  Act 
‘  Network 
 
LIST 
 
Listing all daily, weekly and monthly tasks and special activities is critical to 
the planning process.  Examples of tasks include: awakening the one for 
whom you care at a set time; helping the him or her with breakfast, lunch 
and dinner; changing bed linens and towels as appropriate; helping with 
the daily exercise and organizing and administering medications on 
schedule as prescribed by the doctor.  The habit of checking the list off as 
tasks and activities are completed helps you keep track of how much is 
being accomplished and of what still needs to be done. 
 
A list should be created that progresses through the day from early 
morning to late evening. 
 
As a list is created for the tasks and activities of each day, a pattern begins 
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to emerge.  After a while, much of what is being done each day is 
repetitive, so these tasks and activities can remain on a basic daily list.  
Activities that are not as repetitive as on a daily basis should also be added 
to the basic list.  These might include doctor’s appointments, visits from 
family or other family members or shopping trips. 
 
PRIORITIZE 
 
Tasks and activities to be accomplished should be listed and assigned a 
rating according to their level of urgency or importance. 
 
A simple rating system can be used - Level 1, Level 2 and Level 3 - with 
Level 1 assigned to the most urgent or important activities and with Level 3 
to the least urgent or unimportant activities.  Any activity or task assigned a 
rating of Level 3 should be completed only after all Level 1 and 2 activities 
are completed.  Here’s an example: 

‘  Pay bills - Level 1 
‘  Buy food and prepare food for meals - Level 1 
‘  Order refills and medications - Level 1 
‘  Make flight reservation for business trip - Level 2 
‘  Fold and put away clean laundry - Level 2 
‘  Take clothes to the dry cleaners - Level 3 
‘  Pick up books ordered by the bookstore – 3 

ACT 
 
To get organized, it’s important to set priorities and make detailed lists of 
daily tasks and activities.  It’s even more important to follow through with 
action.  Acting by completing tasks and activities and crossing them off the 
list helps you stay focused, measure daily accomplishments and alleviate 
the pressure and anxiety of feeling overwhelmed. 
 
NETWORK 
 
 One person alone cannot complete all of the tasks and activities on 
the list.  It is strongly recommended that you identify friends, family 
members and others who might be willing and able to take on some tasks. 
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Caregiver Challenges  
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Family Dynamics 
 
The dynamics of each family are unique.  Some families are more 
functional and pull together when members of the family need help.  Other 
families are not as close and have ongoing problems in family relations.  
These problems make family members less able to help each other cope 
with the burdens of caring for a an older relative.  It can be helpful to know 
about basic concepts and principles of family systems’ theory as they 
relate to caregiving families. 
 

Basic Concepts and Principles of Family Systems 
  

1. Family members are closely interconnected. 
a. A situation or action of one family member affects all 

other members and the family as a whole. 
b. Each family member is both proactive and reactive within 

the family system. 
c. Whether geographically local or distant, each family 

member acts according to the actions and reactions of 
other family members. 

2. Families operate under explicit or implicit norms, assigned roles and 
prescribed interaction patterns for family members. 
a. Norms include all family attitudes, beliefs, taboos, expectations 

and labels. 
b. Common family roles include the “mover” or “leader,” the 

“follower,” the “bystander,” the “opposer” and the “caregiver.” 
c. The usual role of the “caregiver” in the family system is in the 

context of parent who cares for dependent children. 
d. The expectation of marriage partners within the family system 

is one of mutual support and interdependence.  Spouses are 
expected to depend upon each other for care when one of the 
other is seriously ill or debilitated. 

e. Assigned family roles change when an adult child becomes a 
primary caregiver for one or both parents and, therefore, is also 
assigned the role of the “mover” in the family even when the 
adult child is not comfortable in the role. 

f. Family systems strive for constancy and consistency, even 



Guide to Car egiving  

Tips, Techniques and Points to Ponder   

when established family norms, roles and prescribed 
interaction patterns are dysfunctional. 

g. Stress and conflict result when family norms, roles and 
prescribed interaction patterns change significantly. 

h. Stressful changes are caused by a major adverse family event 
or crisis, such as a father having a sudden heart attack, or a 
grandmother having a stroke or debilitating fall. 

i. Greater changes within the established family system cause 
higher levels of stress and conflict.  For example, it is 
acceptable within the family system for one spouse to care for 
another.  However, when a married adult child with children 
accepts the responsibility as primary caregiver for an aging 
parent, certain family norms, roles and interaction patterns 
among the primary caregiver, older care recipient, spouse and 
children can break down and must be re-established over time. 

3. The role change to primary caregiver puts one at risk. 
a. Spouses accepting the role of primary caregiver experience 

role losses in other aspects of their lives and are vulnerable to 
developing a co-dependent relationship with the care recipient 
spouse. 

b. When caregiving becomes one’s only identity and life’s 
purpose, the emotional well-being of the primary caregiver is at 
risk when the care recipient is put in a long-term care facility or 
dies. 

4. Boundaries between the family system and the community at large 
affect the family’s ability to accept help from outsiders. 
a. A family system with rigid boundaries tends to reject outside 

assistance when it believes accepting help from outsiders is a 
sign of weakness or failure of the family to handle all needs. 

b. Families with flexible boundaries are more likely to ask for and 
accept help from friends, neighbors and community 
organizations. 

  
Challenges of Caregiving  
 
Most primary caregivers are family members or friends who are either 
providing the care directly or managing the care needed from someone 
else.  Most of you do not think of yourselves as “caregivers.” 
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Rather, you view your role as part of being a good daughter, son or family 
member to someone you care about and who needs you. 
 
Care recipients may live in their own homes, in the primary caregiver’s 
home or in a care facility.  The primary caregiver usually is the one who is 
responsible 24 hours a day, 365 days a year.  Because of the “round-the-
clock” responsibilities of the primary caregiver, you will need assistance - 
from help with minor tasks or friendly visits, to respite or ongoing support 
for both you and your loved one.  Yet, many caregivers are very reluctant 
to ask for help. 
 
Most primary caregivers provide care because someone they love needs it.  
How much care they provide and how long they continue to provide it is 
based on the nature of their relationship, the values of the family and the 
capacity to continue helping.  No matter how much help you have provided 
to your care recipient in the past, many of you feel guilty if you are limited 
in what you can continue to provide in the future.  Many of you also feel 
guilty by accepting or even asking for help.  This reluctance is the fastest 
route to “Caregiver Burnout.”  See Section I for a detailed discussion of 
burnout and page XX for “Symptoms of Burnout.” 
 

Levels of Caregiving 
 
How much help is needed depends on the level of caregiving.  For a care 
recipient recovering from surgery at home, you, the primary caregiver may 
need help bringing in the mail, checking on the care recipient’s daily 
compliance with prescribed medications or with driving the care recipient to 
a scheduled doctor’s appointment. 
 
At the other end of the caregiving spectrum is the care recipient who is in 
an advanced stage of a chronic illness.  As the illness progresses, the 
older person may need constant care and attention to personal hygiene, 
safety, nutrition and activities that provide quality-of-life benefits - each of 
which is addressed in more detail in Section 5, “Primary Caregiver 
Responsibilities.”  At this end of the caregiving spectrum, your loved one 
may need the help of many different agencies, friends, family and 
volunteers. 
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Primary Caregiving at Various Locations 
 
In the Primary Caregiver’s Home: Primary caregivers often find their 
caregiving taking place in their own homes.  The care of a spouse is often 
done in the home.  Adult children may bring a parent to their home when 
the parent lives alone or the spouse is unable to be the primary caregiver.  
While the primary caregiver’s own home may be more convenient, there is 
no break for the primary caregiver.  These are important considerations 
when you are choosing how and where to provide caregiving. 
 
Caregiving in the home can be a lonely and isolating experience for both 
you, the primary caregiver and the one for whom you are caring.  Often, 
friends stay away and few people come to visit.  Volunteers or in home 
help are especially helpful in these circumstances because they provide 
regular contact with the outside world.  Even making telephone calls or 
helping with routine household chores, such as laundry, housework and 
grocery shopping can be a great source or support. 
 
It is of especially critical importance for you to receive a break, or respite 
when you live with the care recipient.  For example, two hours per week 
when you can schedule exercise, personal errands or a cup of coffee with 
a friend, will give you the respite needed to revive energy and maintain a 
positive outlook.  Having others visit with the care recipient also provides 
social contact.  Regular visits can provide both of you some relief from 
feelings of isolation, frustration and resentment. 
 
In the Care Recipient’s Home: Often, care recipients can stay in their 
own homes after they begin needing help with some of the tasks of daily 
living.   However, their primary caregivers, especially those who are 
employed outside the home, may have difficulty checking regularly on their 
relatives or helping with tasks during normal working hours, such as 
transportation to medical appointments.  Primary caregiviers also may 
need help with selected tasks around the house, such as yard work or 
snow shoveling.  If you need help you are not getting, call the Senior 
LinkAge Line ® at 1-800-333-2433 to find out what assistance is available 
in your local area. 
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Housebound care recipients are also likely to feel lonely and isolated.  The 
friendly visits and telephone calls of a volunteer or other agency can be 
“good medicine.”  Even in their own homes, older care recipients may 
especially appreciate and welcome the opportunity to interact with others.  
Ask your loved one if he or she would like to interact with others. 
 
In a Long-Term Care Facility: Some care recipients live in a long-term 
care facility, such as a rehabilitation center, assisted living residence or a 
nursing home.  When this is the case, technically the “primary caregiver” 
becomes the facility.  Your role, as the one who accepts responsibility for 
overseeing the care of the older person in the facility, is different but still 
very important.  Instead of providing hands-on daily care, your main focus 
will be on providing emotional support to your loved one. Although you will 
probably continue to provide some personal care, that will be a minor and 
secondary role for you. 
 
Another critical task for you will be to monitor the care provided by the 
facility professionals.  For many reasons, this can be emotionally draining 
and stressful. 
 
Often, other people who are important to you do not realize that significant 
responsibilities continue after your care recipient is placed in a supervised 
facility.  This lack of recognition can result in reduced support at a time 
when you still need help.  Be open and honest with your family members 
and friends about how this change in the caregiving experience is affecting 
you and ask for their continued help and support. 
 
Also, remind them that caregiving does not end when the care recipient 
enters a supervised facility.  In some ways, it is more important to the 
quality of life of the care recipient that those close to him or her continue to 
be involved after the move.  Also, be aware that in this situation, you and 
the other close family members will also be trying to manage guilt and 
other emotions associated with the decision to move your loved one into a 
care facility. 
 
Placing a family member or loved one in a care facility, such as a nursing 
home, is a very difficult and emotional decision.  Even when the facility is 
appropriate for the care recipient because of the level of care needed or 
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the inability of family or friends to provide that level of intensive caregiving 
at home, feelings of guilt, sadness and frustration are very common.  
Additionally, the care recipient may feel abandoned, rejected, frightened 
and/or lonely.  These intense emotions may make for difficult visits for 
everyone.  Getting emotional support from a qualified professional or at 
least from other family members and friends, may be critical to your overall 
well-being, 
 

The Emotional Impact on Primary Caregivers 
 
Almost all interactions between you, the primary caregiver, and other 
people are affected by the emotions you feel from being responsible for the 
needs of your loved one.  Most primary caregivers report emotional strain 
as the major impact of caregiving. 
  
Therefore you should be sensitive to, and aware of, how the challenges 
you face are made more complex by the previous relationships and 
patterns of behavior that existed between you and the care recipient. 
 
For example, an adult child suddenly has to assume the care of the parent; 
a wife takes over the financial responsibilities for her ailing husband; a 
husband must handle the household duties for his ailing wife - these role 
reversals can be very stressful for both parties. 
 
In some cases, the two people reversing roles did not get along before the 
illness occurred.  There can be feelings of resentment and ambivalence 
about accepting these responsibilities when the relationship with the 
person being cared for is one of conflict and difficulties. 
 
Having an understanding of some of the emotional dynamics present in 
your caregiving situation can greatly enhance your self-understanding and 
need for outside support. 
 
T Resentment at having to attend constantly to the care recipient’s 

need, while sacrificing time that should be given to other family 
commitments. 

T Exhaustion from the never-ending nature of the tasks.  Personal 
care, cooking, laundry and housework may feel like a constant 
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burden to the caregiver. 
T Sadness that the role of the care recipient has changed so 

dramatically from what it was.  Whether the care recipient is a parent, 
spouse or other relative or friend, the relationship with the primary 
caregiver will have changed. 

T Frustration that the primary caregiver has no time for personal and 
family needs or relaxation. 

T Helplessness over the inability to make life better for the care 
recipient. 

T Anger that others have not offered more help or that no one 
appreciates all the hard work and sacrifice being made by the 
primary caregiver. 

T Guilt over feelings of helplessness, frustration and anger. 
 
It is important that you be aware of the existence and reasons for these 
strong emotions so you can release them by talking with a friend, volunteer 
or professional.  Again, it is critically important that you take good care of 
yourself, physically, emotionally and spiritually. 
 

The Physical Impact of Primary Caregivers 
 
Fatigue and the intense emotions you will experience can be potentially 
harmful to your physical health. 
 
Physical risks to your health: 
 
T A compromised immune system resulting from fatigue, which can 

lead to increased susceptibility to infections. 
T Stress and depression resulting from the emotional pressures. 
 
Primary caregivers in round-the-clock caregiving situations are most at risk 
for depression and other stress-related health conditions.  Common 
symptoms of depression include: 
 
T Tearfulness. 
T Irritability. 
T Tiredness. 
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T Feelings of inadequacy. 
T Lack of concentration. 
T Complaints of changes in sleep patterns. 
T Changes in eating patterns. 
 

Health Conditions Associated with Stress 
Experienced by Primary Caregivers. 
 
A survey of round-the-clock primary caregivers was conducted by the 
National Association of Family Caregivers.  Of those who responded to the 
survey, more than two out of every three primary caregivers had 
experienced depression since becoming a caregiver.  Other health 
conditions associated with stress reported by survey respondents include: 
 
T Sleeplessness reported by more than 50%. 
T Back pain reported by more than 40%. 
T Headaches reported by more than 30%. 
T Stomach disorders reported by more than 25%. 
 
 
Allowing others to assist in the caregiving experience, whether through 
formal or informal support services, will likely reduce the emotional and 
physical stresses resulting from it. 
 

Coping and Attitude 
 
Caregiving needs to be managed because it can easily grow to overwhelm 
you and the rest of your family’s life.  What may start out slowly can build 
quickly to more than a full-time job.  Caregivers must set limits on what it is 
possible for them to accomplish while taking care of their own emotional 
and physical needs. 
Advice Experts Offer to Help Primary Caregivers 
 
T Set boundaries.  Primary caregivers tend to absorb the entire 

caregiving role.  Care recipients often go along with this, preferring 
the care of the primary caregiver to care from a less familiar family 
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member or “stranger.”  But, a primary caregiver cannot do everything.  
Primary caregivers are urged to set limits on what they can do 
themselves and what tasks they should delegate to other family 
members, friends and volunteers.  This is an important place where 
volunteers or others can help by handling some discrete tasks for the 
primary caregiver on a regular basis. 

T Learn to say “ no.”   This is part of learning to set limits.  Sticking to 
one’s decisions also is important. 

T Create a “ time out’ sign.  Everyone needs “time out” periods.  
Primary caregivers and care recipients should have a way of 
communicating their “time out” period.  

T List things a primary caregiver needs for self-care.  Preparing a 
list of activities that will provide a pampering break from caregiver 
responsibilities and a morale boost is critically important.  Such 
activities may include a hot bubble bath, exercise, ordering a meal or 
reading a book.  The list should be posted in a conspicuous place as 
a reminder to everyone in the household. 

T Plan for respite care.  Obtaining those short breaks for self-care 
requires a plan for others to care for the care recipient for short 
periods of time.  Prepare a list of family members, friends, neighbors 
and community-based support agencies that can help provide  
respite periods. 

T Make time for laughter.  A funny movie, a visit from a fun-loving 
friend, the telling of some good jokes or a book authored by a well-
known humorist can help to lighten things up.  Humor helps keep 
frustration in perspective and minimize anger. 

T Keep in touch with friends.  When caring for an older care 
recipient, often, the first thing that ends is the primary caregiver’s 
social life.  Invitations are turned down and friendships are put on 
hold by the primary caregiver who doesn’t have the time or the 
energy to maintain social contacts.  Studies show that primary 
caregivers who have social supports experience less depression and 
illness and are less overwhelmed by their responsibilities than those 
who don’t. 

T Shift gears.  The primary caregiver who feels rushed needs to slow 
down.  Researchers have found that hurrying often slows things 
down because one is more apt to spill food or misplace the keys. 

T Keep it in perspective.  Primary caregivers should take time to read 



Guide to Car egiving  

Tips, Techniques and Points to Ponder   

the morning paper or listen to the news.  Staying abreast of what’s 
happening in the world and in the community helps put the 
caregiver’s problems in perspective.  If the care recipient’s illness 
and needs are a major topic of conversation in the house, the 
primary caregiver and family members should agree to meals 
together when only other topics will be discussed. 

T Plan for occasional indulgences and rewards.  Everyone needs 
pampering to maintain both physical and mental health. 

T Join support groups.  People who share experiences of a particular 
disease or disability often join groups so that they can offer support 
and understanding to each other and share tips on how to cope. 

 
The common requirement for many of these coping strategies to work is to 
give yourself sufficient personal time.  If necessary (because of guilt or 
some other “I should” beliefs), seek encouragement and “permission” from 
family members or others to take the time necessary to apply these coping 
strategies. 
 
 

The Challenges of Caregiving for a Person with a 
Chronic Disease 
 
An older care recipient with a chronic disease poses special and unique 
challenges for a primary caregiver.  Chronic diseases are those that are 
not cured, are likely to get worse over time and have special caregiving 
requirements.  Examples of chronic and progressive diseases are: 
 
T Dementia, including Alzheimer’s disease. 
T Parkinson’s disease. 
T Arthritis. 
T Congestive heart failure. 
 
 
Caring for Older Adults with Alzheimer’s Disease/Dementia 
 
While all chronic diseases are difficult for care recipients and primary 
caregivers, Alzheimer’s disease and other forms of dementia are 
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considered the most emotionally and physically demanding. 
 
The disease changes the person the primary caregiver knew and loved 
and leaves a familiar stranger in his or her place.  Behavior of the care 
recipient is erratic.  The demented adult may throw tantrums or may 
become frightened or paranoid. 
 
The effects of memory loss means he or she will forget how to be 
independent, how to eat and how to behave.   
 
If you are a primary caregiver for someone with dementia, you are likely to 
be under greater stress, feel more fatigued and grief-stricken by the 
continuing loss of the familiar personality of the person you love.  Effects 
on your family may be more severe.  Primary caregivers is these situations 
need as much help with mundane tasks and respite as volunteers and 
community support programs can offer.  If you are in this situation, please 
avail yourself of all the formal and informal support systems in your 
community. 
 
In order to be more effective in this difficult situation, it will be helpful for 
you to have a good understanding of the environment required for a care 
recipient with dementia. 
 
The Living Environment for Older Adults with Alzheimer’s 
Disease/Dementia 
 
T The caregiving environment should be simple and safe - similar to a 

room that has been childproofed for a toddler.  Cover all electric 
plugs with plastic outlet covers; remove sharp and breakable objects; 
remove loose throw rugs; put cleaning supplies, pesticides and other 
hazardous chemicals out of reach and control access to prescription 
drugs and over-the-counter medications, vitamins and other 
nutritional supplements. 

T Doors should be locked with bolts placed high or low on the door or 
with plastic childproof knobs. 

T The structure for daily activities should be simple, clear and routine. 
T Rooms and the locations of things may be marked with signs to 
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identify the bathroom, kitchen, dresser drawers, etc. 
T Furniture should be spaced for easy mobility around the room. 
T Cabinets and closets may be locked because losing and hiding 

things are standard behavior. 
T The primary caregiver may keep two sets of important items like 

eyeglasses, keys, dentures and hearing aids, with one set kept in the 
same secure place at all times. 

T The care recipient should always wear an identification bracelet, 
necklace or card in case he or she gets lost. 

T The water heater temperature should be set no higher than 120 
degrees Fahrenheit. 

 

Time Management 
 
The most precious commodity of primary caregivers is their time.  The 
following tips on time management can benefit both you and your care 
recipient. 
 
Calenders.  A calendar is an absolute necessity.  Appointments are easier 
to remember when you have marked them down on an easy-to read, large 
format calendar.  A purse or pocket-sized calendar that duplicates the 
larger one at home also is helpful.  It is recommended that everything be 
recorded so that you can keep track of events and activities in the lives of 
several people: the care recipient, you and the rest of your household 
members. 
 
List.  Almost all well-organized people use lists of some kind.  Time-
management experts recommend using lists for organizing the day of a 
busy person.  You may make lists not only for personal activities, but also 
for others to whom assignments are delegated.  This is particularly useful 
for you to clarify instructions and feel comfortable about the care to be 
provided by others.  Leaving explicit lists with instructions may be the only 
way you can feel comfortable about taking a needed break. 
 
Telephone message routine.  Primary caregivers should develop a 
particular routine for handling telephone messages in the caregiving 
environment.  A consistent routine and place for posting messages 
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prevents confusion, disappointment and mistakes.  This may be especially 
important when messages from various members of the family are at issue.  
You may select a particular place for messages, such as the hall table or a 
box attached to the refrigerator door by magnetic holders.   
 
Priorities first.  Primary caregivers may find it useful to continuously rank 
priority tasks and responsibilities.  When a person has too many things to 
do, prioritizing them is the way to eliminate those that are least necessary.  
This can be done simply by rearranging the numbers for activities on a “to-
do” list. 
 
MANAGING TIME BALANCE NEEDS OF CHILDREN, JOB AND 
CARE RECIPIENT 
 
Most people have more than one set of responsibilities and learn how to 
balance their various obligations.   People typically juggle jobs, their 
families and their personal lives with minimal stress when all is going well.  
When caregiving responsibilities are added, the balancing act becomes 
precarious.  In order to manage, primary caregivers must make choices, 
establish priorities, set limits and live with the feeling of never quite getting 
it all done.  Career performance, family and personal relationships all can 
suffer, multiplying the stress.   
 
IMPACT ON THE FAMILY 
 
It is easy to recognize the many benefits of a care recipient being at the 
home of the primary caregiver.  Affectionate attention among family 
members and the care recipient are among those benefits to the 
household.  However, as caregiving intensifies, so can the resulting stress, 
which affects both family members and the primary caregiver.  Everyone 
should be sensitive to the fact that each person who lives in the house with 
the primary caregiver and the care recipient is affected by this situation.  
The other members of the primary caregiver’s family, the spouse and 
children, are affected by the change in the amount of time, energy and 
attention that you now have available to give to them.  Family members 
may feel neglected, jealous, angry and non-cooperative. 
 
Caregivers and others who are aware of stressful conditions in the 
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household can more easily recognize the needs for respite and other types 
of assistance.  The time and energy this help provides is a gift to the entire 
family. 
 
IMPACT ON YOUNGER CHILDREN 
 
Young children have an even more difficult time than the primary caregiver 
in attempting to maintain balance in a caregiving environment.. The 
children, too, have a relationship with the care recipient.  They often have 
complex feelings - which they may not express - about the care recipient’s 
illness and roles in the family.  Parents, as primary caregivers, may worry 
about the effect on their children being around a chronically ill older adult.  
It may be difficult to know what to tell a child about a parent or 
grandparent’s situation. 
 
Perhaps the biggest problem is the time and energies of the primary 
caregiving parent being divided between the care recipient and the 
children, with never enough time for both.  In order to balance these 
responsibilities, you will need help.  This is another way in which respite 
time provided by a volunteer can be invaluable. 
 
You may want to use respite time to go shopping with a daughter or drive 
the car pool for a son’s soccer team.  These activities are important 
because they represent “normal” activities that are needed by the children. 
 
Sometimes primary caregivers and their families may need to make the 
difficult decision to place the care recipient in a care facility in order to 
create a better home environment for the primary caregiver’s children.  Or 
to use temporary residential respite services so a family can take a 
vacation or weekend away together.  These are extremely difficult 
decisions and are likely to create significant feelings of stress and guilt for 
you.  For these reasons, you may need to receive extra emotional support 
from others. 
 
IMPACT ON TEENAGERS 
 
Teenagers in the caregiving home may complicate the situation even more 
than younger children.  Adolescents may be embarrassed by the “odd” 
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behavior of an older relative, for example.  This is apparent when the 
teenager is reluctant to bring friends home.  They can be more resentful of 
the demands made on the primary caregiver at their expense or demands 
made on them to give up a room or the keep the noise down. 
 
Adolescents also can be extraordinarily compassionate, supportive, 
responsible and altruistic.  They can have an unspoiled sense of 
humanitarianism and kindness, which is refreshing and helpful. They will 
very likely have mixed feelings about the whole caregiving situation.  Like 
the primary caregiver, an adolescent child may experience the grief of 
seeing someone they love suffer from a disability or illness at the same 
time that they may feel resentful or embarrassed.  These mixed feelings 
can lead to mixed actions that are often puzzling to others.  Adolescent 
years can be hard for young people, whether there are additional sources 
of stress at home or not. 
 
IMPACT ON THE WORKPLACE 
 
Trying to hold down a job is a daunting challenge for a primary caregiver.  
When a care recipient needs help, it is usually the primary caregiver who 
takes time off from work.  This may be in the form of personal or sick time 
or vacation days.  As needs continue, a primary caregiver may end up 
quitting a job, imposing financial hardship on the family and sacrificing a 
career.  Even a primary caregiver who has a good adult day care 
arrangement for the care recipient may still struggle on the job because of 
sleep deprivation and stress from caregiving. 
 
For some primary caregivers, work has been shown to provide respite from 
their ongoing caregiving responsibilities in a setting in which they have the 
chance to feel competent and complete tasks and gain recognition from 
others for their contribution. 
 
Many employers are becoming increasingly aware of the growing number 
of employees who face the challenges of caregiving for older adults.  Some 
employers have policies that can assist and employee caregiver with 
leaves of absence; flex-time, job-sharing and telecommuting 
arrangements; information and referral services and employee assistance 
programs which offer counseling.  Caregivers who are employed should 
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check with their Human Resources Department to learn more about what 
policies and programs are in place to help you with your caregiving 
responsibilities. 
 
T The Family and Medical Leave Act (FMLA) 

This federal law allows certain employees to take up to 12 work 
weeks of unpaid, job protected leave per year, for certain family and 
medical reasons - including to care for an immediate family member 
(spouse, child or parent - but not a “parent-in-law”) with a serious 
health condition.  The FMLA requires group health benefits to be 
maintained during the leave as if employees continued to work 
instead of taking leave.  Details of FMLA benefits may vary according 
to employer policies and State law. 

 
T Flexible Scheduling 

Many employers offer the possibility of arranging work schedules with 
flexible hours, a shorter workweek or job-sharing.  Companies are 
recognizing that these sort of arrangements are necessary to attract 
and retain valuable employees, as more and more people have 
significant caregiving responsibilities for older adults or young 
children. 

 
T Information and Referral Services 

Some companies have arranged contracts with resource and referral 
services to provide referrals nationwide, along with counseling and 
caregiving tips.  Employees may be referred to services and facilities  
such as housekeeping, meal preparation and delivery, adult day 
care, assisted living arrangements or nursing homes. 

 
T Employee Assistance Programs 

This benefit provides low-cost or free access to counseling and 
mental health resources to employees and their families.  Easy 
access to counseling may be useful to primary caregivers who may 
not have the time or energy to locate counselors on their own. 

 
Providing such services is good business for the employer in terms of 
worker productivity and employee retention.  Studies show that, with 
company support such as those benefits described above, employees who 
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are primary caregivers are less apt to use business phones for personal 
calls, arrive late or leave early, call in sick, abuse drugs and alcohol or 
have financial problems. 
 

ASKING FOR HELP 
 
Primary caregivers are not particularly good at asking for help or even 
accepting help when it is offered.  For a variety of reasons, they feel that 
they have to “do it all” and that they are the only ones who can provide the 
proper care for the care recipient.  Regardless of the reasons, it’s 
important for caregivers to seek and ask for help. 
 
A good place to start is with your care recipient’s physician, the local state 
or state public health department, local home health/visiting nurses 
agency, seniors’ services center or the local Area Agency on Aging (AAA).  
The AAA is a federally funded agency charged with coordinating the 
complex variety of services available for older Americans and has local 
offices in communities throughout the U.S.  In Minnesota, the Area 
Agencies on Aging operate a program called the Senior LinkAge Line®.   
This program can put you in touch with local resources.  You can access it 
by dialing 1-800-333-2433. 
 
You and your care recipient may also benefit from services provided by 
not-for-profit voluntary health agencies (VHAs), community service 
agencies (United Way, Jewish Community Center, YMCA or YWCA), 
government public health and elder care agency services, single-disease 
organizations, private and public schools, religious congregations and 
community recreation centers.  These services may include: 
 
T Health care information. 
 
T Support groups. 
 
T Adult day care. 
 
T Supervised outings at day care or community centers. 
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T Volunteer caregiving support services. 
 
T Meals-On-Wheels programs. 
 
T Recreation and day care programs for people with special needs. 
 
T Evening recreation programs at local schools, community centers or 

parks and recreations departments. 
 

ADVICE EXPERTS OFFER TO HELP PRIMARY CAREGIVERS 
 
T Set Boundaries.  Primary caregivers tend to absorb the entire 

caregiving role.  Care recipients often go along with this, preferring 
the care of the primary caregiver to care from a less familiar family 
member or “stranger.” But, a primary caregiver cannot do everything. 
Primary caregivers are urged to set limits on what they can do 
themselves and what tasks they should delegate to other family 
members, friends and volunteers. 

 
T Learn to say “ no!”   This is part of learning to set limits.  Sticking to 

one’s decisions also is important. 
 
T Create a “ time out”  sign.  Everyone needs “time out” periods.  

Primary caregivers and care recipients should have a way of 
communicating their need for a “time out” period.  

 
T List things a primary caregiver needs for self-care.  Primary 

caregivers are encouraged to list activities that will provide a 
pampering break from caregiver responsibilities and a morale boost.  
Such activities may include a hot bubble bath, exercise, engaging in 
a hobby, reading a book or anything else you enjoy doing.  Post the 
list in a conspicuous place as a reminder to everyone in the 
household. 

 
T Plan for respite care.  Obtaining those short breaks for self-care 

requires a plan for others to care for the care recipient for short 
periods of time.  Enlist family members, friends, neighbors to provide 
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you with these short breaks.  Also, check with your community to see 
if there are respite services available in your area.  In Minnesota, call            
the Senior LinkAge Line® 

 
T Make time for laughter.  A funny movie, a visit from a fun-loving 

friend, the telling of some good jokes or a book authored by a well-
known humorist can help to lighten things up.  Humor helps keep 
frustration in perspective and minimize anger. 

 
T Keep in touch with friends.  When caring for an older care 

recipient, often the first thing that ends is the primary caregiver’s 
social life.  Invitations are turned down and friendships are put on 
hold by the primary caregiver who doesn’t have the time or the 
energy to maintain social contacts.  Studies show that primary 
caregivers who have social supports experience less depression and 
illness and are less overwhelmed by their responsibilities than those 
who don’t.   

 
T Shift gears.  The primary caregiver who feels rushed needs to slow 

down.  Researchers have found that hurrying often slows things 
down because one is more apt to spill food or misplace the keys.  
Give yourself time to relax. 

 
T Keep it in perspective.  Primary caregivers are encouraged to take 

time to read the morning paper or listen to the news.  Staying abreast 
of what’s happening in the world and in the community helps put   
your problems in perspective.  If the care recipient’s illness and 
needs are a major topic of conversation in the house, you and your 
family members should agree to meals together when only other 
topics will be discussed. 

TTTT    Plan for occasional indulgences and rewards.  Everyone needs 
pampering to maintain both physical and mental health. 

 
T Join support groups.  People who share experiences of a particular 

disease or disability often join groups so that they can offer support 
and understanding to each other and share tips on how to cope. 
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The common requirement for many of these coping strategies to work is 
sufficient personal time for the primary caregiver.  Enlist the “permission,” 
encouragement and cooperation of family members and friends so that you 
can engage in these strategies. 
 

SYMPTOMS OF CAREGIVER BURNOUT 
 

T Disrupted sleep patterns, including insomnia or habitually 
oversleeping; never feeling rested, even when you have managed to 
have a full night’s sleep; sleep troubled by disturbing dreams or 
nightmares. 

 
T Altered eating patterns, including not being able to eat or overeating; 

significant weight gain or loss. 
 
T Increased sugar consumption or use of alcohol or drugs. 
 
T Increased smoking or a strong desire to start again after having quit. 
 
T Frequent headaches or sudden onset of back pain; increased 

reliance on over-the-counter pain remedies or prescribed drugs. 
 
T Irritability. 
 
T High levels of fear or anxiety. 
 
T Impatience. 
 
T The inability to handle one more problem or crisis. 
 
T Overreacting to commonplace accidents, such as dropping a glass or 

misplacing something. 
 
T Overreacting to criticism. 
 
T Overreacting with anger toward a spouse, child or older care 
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recipient. 
 
T Alienation, even from those who offer relief and help. 
 
T Feeling emotional withdrawal. 
 
T Feeling trapped. 
 
T Thinking of disappearing or running away. 
 
T Not being able to laugh or feel joy. 
 
T Withdrawing from activities and the lives of others around you. 
 
T Feeling hopeless most of the time. 
 
T Loss of compassion. 
 
T Resenting the care recipient and/or the situation. 
 
T Neglecting or mistreating the care recipient. 
 
T Frequently feeling totally alone, even though friends and family are 

present. 
 
T Wishing simply “to have the whole thing over with.” 
 
T Playing the “if only” game: saying over and over “If only this would 

happen,” or ”If only this hadn’t happened.” 
 
T Loss of hope, purpose and meaning. 
 
T Thinking of suicide as a means of escape. 
 
 

THE LIVING ENVIRONMENT FOR OLDER ADULTS WITH 
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ALZHEIMER’S DISEASE/DEMENTIA  
 

T The caregiving environment should be simple and safe - similar to a 
room that has been childproofed for a toddler.  Cover all electric 
plugs with plastic outlet covers; remove sharp and breakable objects; 
remove loose throw rugs; put cleaning supplies, pesticides and other 
hazardous chemicals out of reach and control access to prescription 
drugs and over-the-counter medications, vitamins and other 
nutritional supplements. 

 
T Doors should be locked with bolts placed high or low on the door or 

with plastic childproof knobs. 
 
T The structure for daily activities should be simple, clear and routine.  

Rooms and the locations of things may be marked with signs to 
identify the bathroom, kitchen. dresser drawers, etc. 

 
T Furniture should be spaced for easy mobility around the room. 
 
T Cabinets and closets may be locked because losing and hiding 

things are standard behavior. 
 
T The primary caregiver may keep two sets of important items like 

eyeglasses, keys, dentures and hearing aids, with one set kept in the 
same secure place at all times. 

 
T The care recipient should always wear an identification bracelet, 

necklace or card in case he or she gets lost. 
 
T The water heater temperature should be set no higher than 120 

degrees Fahrenheit. 
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Primary Caregiver 
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The  Basics of Caregiving 
 
When a person reaches an age where performing basic human 
functions becomes difficult, the duty of helping with these functions 
falls to the primary care provider.  Having to oversee, or assist with, 
an older person’s most private activities, such as using the toilet and 
bathing, presents an enormous challenge to the primary caregiver.  In 
this section, you will find tips and techniques on how to assist with 
some of these primary tasks. 
 
BEDMAKING 
 
For an older person who is confined to bed for long periods of time, a 
comfortable place to sleep and relax is very important.  Linens do not 
necessarily need to be changed every day.  If they are dry and clean, the 
sheets can simply be smoothed and pillows fluffed several times a day. 
 
If possible, the care recipient should leave the bed while it’s being made. 
Doing so provides exercise and activity.  A convenient time for bed making 
may be while the older person is bathing, so that both the bedding and the 
care recipient are clean at the same time.  For the bedridden loved one, 
the linens should be changed after he or she has had a bed bath. 
 
The more time a person spends in bed, the more often linens need to be 
changed and washed.  There should be several sets of sheets and 
pillowcases on hand to make regular changes possible. 
 
One hundred percent cotton or cotton blend sheets and pillowcases are 
best because they are less likely to make a person perspire and they can 
be washed at high temperatures.  This is especially important if a care 
recipient has an infectious disease or is incontinent.  Fitted sheets make it 
easier to avoid wrinkles in the linen, which can cause pressure sores.  
There should be two blankets - a lightweight cotton or wool one for summer 
and a heavier wool for winter. 
 
BEDDING FOR THE INCONTINENT CARE RECIPIENT 
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For the care recipient who is incontinent, place a waterproof mattress 
cover or a plastic cloth on the mattress.  This can be an old shower curtain 
or a plastic tablecloth.  It should be tightly fitted over the mattress with no 
crinkling.  Don’t let you loved one lie directly on a rubberized or plastic 
surface because doing so will cause the skin to break down.  For padding, 
an extra bed sheet, a mattress pad or a rubberized cotton sheet should 
always be sandwiched between any plastic and the bottom sheet that the 
care recipient will lie on.  A draw sheet, which is a sheet folded in half and 
stretched across the middle of the bed, also is a good idea, because it can 
be changed easily without disrupting the entire bed.  This draw sheet can 
also be used to lift the care recipient up in bed if he or she has slipped 
down the mattress and can’t recover without help. 
 
When using a draw sheet for an incontinent person, a rubberized cotton 
sheet or a disposable plastic bed-protector pad should be placed directly 
under it.  There should be several rubberized sheets and bed sheets on 
hand because they will be changed as frequently as they are soiled.  
Caregivers must be vigilant about dry sheets. Wet bedding contributes to 
pressure sores and should be changed immediately.  Dirty linens should be 
removed and placed in the laundry hamper. 
 

CHANGING THE SHEETS FOR A BEDRIDDEN PERSON 
 

Roll up a clean sheet lengthwise, ready for use later.  Turn the person onto 
his or her side facing away from you.  Roll the dirty sheet up to the care 
recipient’s back. 
 
T Place the rolled -up clean sheet on the edge of the bed, open end 

toward you and leaving enough material to tuck in.  Unroll it to where 
the dirty sheet is placed. 

 
T Turn the care recipient toward you over the two rolls and onto the 

clean sheet.  Remove the dirty sheet and place it in a laundry bag or 
hamper that contains a deodorizer. 

 
T Unroll the remainder fo the clean sheet across the bed, pull it tight 

and wrinkle-free and tuck it in.  Then turn the care recipient onto his 
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or her back again and make sure he or she is comfortable. 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
AVOIDING PRESSURE SORES 
 
One of the greatest problems for those who are confined to bed is pressure 
sores, also known as bed sores.  These painful sores occur when 
unrelieved pressure blocks the skin’s blood supply, causing the skin to 
break down.  Eventually the skin blisters and cracks and takes a long time 
to heal.  Pressure sores also put the care recipient at greater risk of 
infection. 
 

SEVERAL WAYS TO PREVENT PRESSURE SORES 
  
‘  Exercise. 
‘  Turning the care recipient in bed frequently to avoid pressure to one 
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area for a prolonged time. 
‘  Making sure the bottom bed sheet is pulled tight and checking for 

crumbs, food or wrinkles in the sheet. 
‘  Making sure the care recipient’s skin is clean and dry.  A washable 

sheepskin placed underneath can help absorb moisture. 
‘  Massaging the pressure areas frequently with lotion to stimulate 

circulation, including bony areas: the tailbone, hipbones, shoulders, 
heels and elbows. 

‘  Relieving pressure and protecting the skin from irritation.  Foam 
rubber under bony areas will help relieve pressure. 

‘  Encouraging good nutrition to nourish and help body tissues. 
‘  Promptly reporting any redness or discoloration at pressure areas to 

a doctor or visiting nurse or other health care provider. 
 

The Hospital Bed 
 
If your loved one spends a lot of time in bed, a rental hospital bed 
with electric controls and side rails that can be lowered is often in 
place in the home.  The bed allows the care recipient to raise the 
feet, head and height simply by pushing a button.  A hospital bed 
also makes it easier for providing care - meals, bed baths, 
positioning - while the care recipient is in bed.  Making a bed from 
waist height also is easier on the back. 
 
Safety Issues 
 
“Is it safe?”  It’s a question primary caregivers always ask themselves 
when handling day-to-day responsibilities of an older person.  There are 
many precautions recommended to make a home safer.  In general, it’s 
important to: 
 
‘  Maintain a clean environment. 
 
‘  Keep the environment free of hazards that may cause falls or burns. 
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‘  Handle food carefully to prevent contamination. 
 
‘  Prevent infection and transmission of disease. 
 
‘  Use proper body postures to prevent injury and strain. 
 
Most accidents happen in the bathroom and kitchen.  Accidents also are 
more likely to happen when someone is angry, tired or stressed.  
Heightened (or dulled) emotions can reduce one’s alertness to the 
possibility of an accident.  There can be a chain reaction effect if the care 
recipient overreacts to a slight mishap.  A calm environment is more likely 
to promote safety than a home where stress levels are high. 
 
Making a home safe may mean paying attention to details that have never 
before been considered, such as the placement of furniture and large items 
of glass (coffee tables or sculpture, for example). It may mean removing 
furniture with sharp edges and blocking direct access to large picture 
windows.  Unstable rocking chairs can be a hazard, as can fragile 
antiques. 
 
Because one’s eyesight often deteriorates with age, it is important for 
rooms and hallways used by an older person to be adequately lighted.  
This helps the older person see the details of the room more clearly and 
avoid accidents and obstructions. 
 
In the bathroom, carpet may be better than a floor mat because it absorbs 
spills and doesn’t get slippery.  Outdoor pools pose a threat to older adults 
(particularly those with sight problems), and should be well gated and 
locked.  Older adults who live in high-rise buildings should have security 
locks on windows and balcony doors. 
 
Smoking poses a serious hazard for older people because of both health 
considerations and the danger of starting a fire.  If they smoke, it should 
only be with supervision and never in bed. 
 
Poor eyesight, dull hearing, poor balance, side effects from multiple 
medications, slower reaction times and difficulty moving, all put older 
adults at risk for accidents.  Look through the house for hazards. 



Guide to Car egiving  

Tips, Techniques and Points to Ponder   

 
You, as the primary caregiver, should do a safety check throughout the 
house and make whatever corrections are necessary to avoid hazards.  Be 
particularly thorough if the person for whom you care suffers from 
dementia, such as Alzheimer’s disease. 
 

GENERAL HOUSEHOLD SAFETY QUESTIONS 
 
‘  Are strong banisters or railings placed along each stairway? 
‘  Are stairs, halls and exits free from clutter? 
‘  Are throw rugs eliminated or fastened down? 
‘  Are electrical cords in good condition and well-placed to avoid 
         tripping? 
‘  Are night lights available in the bedroom and bathroom areas and in 

halls? 
‘  Are rooms and hallways adequately lit during the day? 
‘  Is furniture arranged to allow free movement in heavy traffic areas? 
‘  Is storage space easy to reach in areas where often-used items are 

stored? 
‘  In the kitchen, are pan handles turned toward the back of the stove? 
‘  Are pot holders used instead of apron corners and dish towels when 

cooking? 
‘  Are grease and liquids wiped up immediately after a spill? 
‘  Are cleaning fluids, polishes, bleaches, detergents and all poisons 

stored separately and clearly marked? 
‘  Are grab rails or bars installed in the bathtub and shower? 
‘  Is the water heater temperature set at 120 degrees F or lower? 
‘  Are non-slip rubber mats placed in the bathtub and shower? 
‘  Is the bath or shower temperature checked by hand before the care 

recipient bathes? 
‘  Is a first-aid kit available at all times? 
‘  Are medicines clearly labeled, particularly those that are for external 

use only? 
‘  Is only one night’s supply of pills taken from the medicine chest and 

placed at the care recipient’s bedside? 
‘  Are prescription medicines discarded when the illness for which they 
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are prescribed is over? 
‘  Are lights located within easy reach of the bed? 
‘  Are well-fitted shoes worn by the care recipient for household 

activities instead of bedroom slippers? 
‘  Are hazardous tools and firearms kept locked? 
‘       In case of fire, is there an escape plan with alternate routes? 
 

KITCHEN SAFETY 
 

The U.S. Consumer Product Safety Commission estimates that 70 percent 
of people who die from clothing fires are over age 65.  To maximize safety 
and prevent kitchen fires, primary caregivers must keep in mind the 
following while cooking or observing an older person when cooking: 
 
‘  Keep pot and pan handles positioned to the side and back of the 

stove. 
‘  Avoid clothing with long flowing sleeves. 
‘  Roll sleeves up and fasten them. 
‘  Clean up spills immediately to prevent accidents. 
‘  Avoid broken or chipped cooking utensils. 
‘  Store knives carefully. 
‘  Use pot holders, not aprons or dish cloths for holding hot handles. 
‘  Keep drawers and cupboards closed. 
‘  Unplug electrical appliances when not in use.  
‘  Make sure the step stool is sturdy. 
 
Assistive Devices 
 
If an older person is ill or has limited mobility, his or her well-being might be 
improved if it is easier to get around the home and do more independently.  
The use of assistive devices can help.  Examples of assistive devices 
include: 
 
‘  Plugs and outlets - Plugs with handles are useful to those with 

reduced agility; outlets should be positioned higher up on the wall for 
access from a wheelchair. 
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‘  Ramps - These can be installed over single steps to facilitate 

wheelchair access.  Both permanent and lightweight portable ramps 
are available to make it easier to get into and out of the house. 

 
‘  Grab rails - These should be placed at appropriate places along the 

wall to help an unsteady person walk. 
 
‘  Stairgate - A gate at the top and bottom of the stairs may help if the 

care recipient suffers from confusion and should not be using the 
stairs. 

 
‘  Banisters - An extra banister placed along the wall makes it much 

easier for an older person to get up or down stairs. 
 
‘  Stairlift - An older person who has difficulty climbing the stairs, or 

who is wheelchair bound, will benefit from the use of a stairlift.  This 
is a motorized chair attached to the staircase.  The person sits on it 
and presses a button; it then moves slowly up or down the staircase. 

 
‘  Vertical through-floor elevator - This elevator is installed in a first-

floor room.  The older person is transported through a “trapdoor” in 
the ceiling to a room upstairs.  It is very useful for wheelchair users 
who need a wheelchair upstairs or where a stairlift cannot be found. 

 
‘  Mechanical chair - There are specialized chairs available that can 

be self-operated to raise the older person to a standing position. 
 
‘  Bathroom or toilet door - Sliding or folding doors allow easier 

wheelchair access and also may make it easier for the primary 
caregiver to reach an older person who has fallen. 

 
‘  Frames or grab rails - Fitted around the toilet, bathtub or shower, 

these can provide enough support to allow a weak older person to 
use the bathroom without assistance. 

 
‘  Faucet taps - Those with cross tops are easier to operate than 
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rounded ones, which can be difficult to grip.  Replacement lever taps, 
or temporary levers, can be installed or fitted to enable an older 
person with weak hands or wrists to turn the tap on and off with ease. 

 
‘  Bath seat or bench - This can be placed in the bathtub when it is 

needed.  Also available is a mechanical seat called a “bath-lifter,” 
which can be self-operated. 

 
‘  Shower seat - Placed in the shower stall, this can be used as 

needed for an older person who is too weak to stand.  Also available 
is a chair that can be wheeled into the shower, but door sills may 
have to be removed. 

 
‘  Bed riser - These can be attached to the legs of a low bed to raise it 

so the older person can get in and out of easily.  The bed should be 
no lower than knee-high to minimize any risk of back strain.  A health 
care professional should be consulted regarding which type to use. 

 

HOUSEHOLD SAFETY 
‘  Chemicals, harsh cleanser, insecticides, medications, paints. etc. 

should all be labeled with big, clear letters.  If the older person has 
dementia, these items should be moved completely out of sight. 

 
‘  Rooms and hallways used by an older person should be adequately 

lighted.  This helps the older care recipient see the details of a room 
more clearly and avoid accidents and obstructions. 

 
‘  At least two flashlights, with working batteries, should be ready to 

use and easy to find if the lights go out.  One should be put on a 
kitchen table.  If there is a blackout, several large flashlights are safer 
than candles. 

 
‘  Bathroom and kitchen outlets should have working circuit breakers. 
 
‘  In the kitchen, the burners and the oven should work properly.  

Outlets should not be overloaded and wires should not rest on hot 
appliances.  If the older adult is apt to reach for equipment located 
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above, then things should be rearranged to avoid this. 
 
‘  Because of their thinner skin and slower reactions, older people are 

at greater risk of scalding.  Hot water heaters should be set so the 
temperature of the water doesn’t rise above 120 degrees F. 

 
‘  If the care recipient gets cold easily, he or she should be dressed 

with extra layers and the heat should be set at a higher temperature 
level for comfort.  However, extreme care should be taken with space 
heaters and electric blankets, as they can cause burns and fires if 
not used properly. 

 
‘  Smoke detectors should be checked monthly to make sure they 

work.  An older adult’s waning sense of smell makes a smoke 
detector even more important. 

 
‘  Easy escape routes in case of fire should be located.  An older adult 

won’t be able to climb out of a window easily, so escape routes that 
are easy to use must be planned before an emergency.  Is the back 
door wide enough for the care recipient’s wheelchair?  Is there a 
back stairway that an older person can manage?  If a bedridden care 
recipient won’t be able to escape, the local fire department should be 
called and asked for safety instructions in case of emergency.  If an 
older person is disabled, the local fire department should be notified 
of the older person’s health status, so that they can respond quickly 
and appropriately in emergency situations. 

 
‘  A small fire extinguisher that is easy to handle should be kept in a 

convenient place, preferably near the kitchen were fires are most 
likely to start.  If possible, the older adult should be instructed on how 
to use it. 

 
‘  A list of clearly written, large-print emergency phone numbers should 

be kept by every phone, or programmed into the telephone’s memory 
for quick dialing.  Telephone memory codes to emergency numbers 
should be labeled or listed by each phone.  The list should include 
police, fire, poison control, ambulance, the care recipient’s doctors, 
the primary caregiver’s home and work numbers and the phone 



Guide to Car egiving  

Tips, Techniques and Points to Ponder   

number of a nearby relative or neighbor.  It should not be assumed 
that the care recipient will remember these numbers or even 911.   

The keenest minds can go blank because of panic during an emergency. 
 
 
 
Medical Safety 
 
VIAL OF LIFE 
 
Most emergency personnel are trained to look for a “vial of life” when 
responding to an emergency in an older person’s or primary caregiver’s 
home.  Any type of container labeled “vial of life’ holding a list of the 
medications the older person takes, known allergies and/or medical 
conditions (such as dementia, diabetes, heart disease, allergies), doctor’s 
name, hospital’s name, Medicare number, insurance number and the 
names and numbers of people to call in case of an emergency will be 
helpful to emergency personnel. 
 
When you create a “vial of life” container, keep it in the refrigerator’s butter 
compartment because this is where the emergency personnel will look for 
it.  A sign that says “Vial of Life” should be posted on the front door, 
refrigerator door and the butter compartment door. 
 
MEDICAL EMERGENCY IDENTIFICATION 
 
In the event of an emergency outside the home, the care recipient should 
have in his or her wallet a medical identification card so that medical 
personnel will know who the person is, who to contact and whether there 
are any medical conditions (dementia, diabetes, heart disease, allergies, 
etc.) that require special attention. 
 
It is also a good idea for you, the primary caregiver, to carry an 
identification card.  This card should state that, in the event you are 
involved in an accident or other emergency, there is an older person at 
home who needs help and cannot be left alone. 
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Falling 
 
It is estimated that about one out of three older adults will have a fall 
serious enough to restrict mobility.  More than one-third of the falls in those 
over age 74 result in a fracture of the spine, hip or wrist. 
 
How to Break a Fall 
 
If the older person starts to fall, you should try to break the older person’s 
fall by slowly guiding him or her safely to the floor.  You should do this with 
bended knees in order to protect your back.  Then, if necessary you should 
get help in moving the care recipient back to bed or to a chair. 
 
When an Older Person Falls 
 
When your care recipient falls, it is important for you to remain calm.  The 
care recipient should be checked for visible signs of injury, pain, swelling 
bruising, bleeding, agitation, dizziness or distress.  The doctor and 
emergency medical assistance (911) should be called if any of these 
symptoms appear or if there is any sign that your loved one hit his or her 
head, or has lost consciousness. 
 

HOW TO MINIMIZE THE RISK OF FALLS 
 
There are several precautions that should be taken to reduce the chances 
of a care recipient falling.  These include: 
 
‘  Having the older person’s vision and hearing tested regularly and 

properly corrected, if possible. 
‘        Finding out if any medication the older person is taking may affect                 
his or her balance or coordination. 
‘  Limiting the amount of alcohol the older person is drinking.  Even a 

little alcohol can disturb already impaired balance and reflexes. 
‘  Making sure the nighttime temperature in the person’s home is no 

lower than 68 degrees F.  Prolonged exposure to cold temperatures 
may cause body temperatures to drop, leading to dizziness and      
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falling.  Many older people cannot tolerate cold as well as younger       
people. 

‘  Reminding the care recipient to take it slowly when getting out of 
bed.  To avoid dizziness or light-headedness, the care recipient 
should sit on the edge of the bed for a few minutes before standing 
up and walking away from the bed. 

‘  Suggesting the use of a cane, walking stick or walker for the older 
person who has trouble maintaining balance or sometimes feels 
dizzy when walking. 

‘  Being especially helpful to the older person while walking outdoors 
on wet or icy pavement. 

‘  Encouraging the older person to either maintain or start a regular 
exercise program under the guidance of a physician.  Regular 
physical activity improves strength and muscle tone, which makes it 
easier to move and helps keep joints, tendons and ligaments more 
flexible. 

‘  Getting the care recipient a pair of supportive walking shoes that can 
be easily fastened, such as with Velcro®.  Improper footwear 
increases the risk of falling. 

 

Night Wandering 
 
Many persons with dementia, such as Alzheimer’s disease, are restless at 
night.  They may wake to go to the bathroom and become confused and 
disoriented in the dark.  If the person does wander at night, it is important 
for you to take extra precautions to ensure the safety of your loved one.  
The bedroom should be arranged so the care recipient can move safely 
through the room.  A nightlight should be added.  The windows and doors 
should be locked to the outside.  A gate across the top of the stairs might 
also be necessary. 
 

Toileting Needs 
 
One of the more sensitive areas of caregiving is tending to the toileting 
needs of an older person.  These needs can range from simply making 
bathrooms more easily accessible for those who can use the toilet without 
assistance, to changing and cleaning bedding, bedpans, adult incontinence 
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pants or pads for bedridden care recipients. 
 
Some simple adjustments - better lighting, handrails, a sign on the 
bathroom door and proper clothing - can make trips to the bathroom safer 
and more comfortable for the care recipient, as well as easier for you. 
 
 

TIPS FOR SAFER AND EASIER TOILETING 
‘  An easy access path should be made to the toilet. 
‘  Nightlights and/or reflector tape should be placed along the path to 

the bathroom. 
‘  Toileting should be made as easy as possible: Grab bars should be 

installed, the toilet seat should be raised and the toilet paper should 
be placed within easy reach. 

‘  The care recipient should wear clothing that is easily removed 
(elastic waist pants or skirts, Velcro® or snap closures, knee-high 
stockings or socks instead of pantyhose). 

‘  If the toilet is far away from the care recipient’s room, a portable 
commode, bedpan or hand held male or female urinal should be 
within easy reach.  Get a portable urinal for traveling. 

‘  The older person should relieve his or her bladder before going to 
bed. 

‘  Seats in restaurants, airplanes, theaters, etc. should be chosen near 
the bathroom. 

‘  Waterproof liners (disposable or washable) should be used under 
bed sheets, in the car and on the older person’s chair. 

‘  A small pail with a lid and deodorizer should be kept in an 
inconspicuous place in the bathroom for the older person to dispose 
of soiled clothing, and thereby reduce odors. 

‘  Odor problems will be minimized by using a fan and open window, 
whenever possible.  An open box of baking soda can also help.  A 
cut onion left in a room will absorb odors without leaving its own 
strong smell. 

 

Constipation and Diarrhea 
 
Constipation or diarrhea from side effects of medications or a poor or 
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improper diet can make toileting needs even more complicated. 
 
CONSTIPATION 
 
Constipation is not a normal part of the aging process, contrary to popular 
belief.  It is the result of illness, improper diet, too little activity or 
constipating medications.  A care recipient’s doctor should be notified if 
constipation is an ongoing problem. 
 
Additional problems can occur as a result of constipation, including 
hemorrhoids and structural changes in the intestinal tract.  The doctor may 
change medications.  The types of medications that may cause 
constipation include antacids containing aluminum or calcium, 
antihistamines, antidepressants, anti-psychotic drugs, beta blockers, 
blood-pressure medications, calcium channel blockers, eye medications, 
gastrointestinal anticholinergics, irritable bowel medications, iron 
supplements and narcotics. 
 
The care recipient’s doctor may also suggest some “natural” remedies, 
such as a change in diet, to include more fiber - bran, fresh fruits 
(especially grapes, raisins, prunes, prune juice and multi-grain breads) and 
increasing exercise.  Too little water also can contribute to the problem.  
People need one to two quarts of liquid every day for efficient digestion, 
although those who have circulatory and kidney problems may have to 
modify this recommendation. 
 
If relief from constipation does not come through these changes, the usual 
next step is for the primary caregiver to administer stool softeners, and 
then laxatives to the older person.  Laxatives should be used 
conservatively, as they can become habit-forming to the point in which the 
bowel will become dependent on the laxative to work properly and will 
remain “sluggish” without it.  Over the long term, the bowel can lose it’s 
ability to function.  If stool softeners and laxatives don’t work, suppositories 
or an enema may be required. 
 
DIARRHEA 
 
Diarrhea is an embarrassing problem, but it also can be a dangerous one.  
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If the condition goes on for more than two days, depending on the severity 
and overall health of the care recipient, the person runs the serious risk of 
becoming dehydrated or suffering from other complications. The primary-
care physician should be notified. 
 
An occasional one- or two-day bout with diarrhea is usually caused by a 
viral infection and should be allowed to run its course.  In some cases, 
diarrhea is not caused by a virus, but is a reaction to specific foods or 
medications.  With age many people develop an intolerance to lactose 
found in milk products.  If you suspect lactose intolerance, the older person 
should not drink milk or eat milk products for a week and then should be 
tracked to see how his or her system reacts.  Some people can tolerate 
cheese, but not milk.  Various foods should be tested for reactions.  There 
are products on the market with additives that promote lactose intolerance, 
as well as nondairy substitutes.  Most of these products are available at 
local supermarkets. 

 
HOW TO HELP AN INCONTINENT PERSON PROBLEM  OBJECTIVE 

WHAT TO DO 
A paralyzed person 
may be physically 
unable to recognize 
the need or feel the 
urge to use the 
toilet. 
(In some cases, the 
person may be fitted 
with a device, such 
as a catheter or 
stoma with bags, 
that allow urine or 
feces to be passed 
and collected 
through a different 
channel. Health care 
professionals can 
provide information 
about the proper use 

To recognize that 
urine or feces need 
to be passed. 

Toilet use 
should   be 
encouraged.  A 
toilet routine 
should be 
established to 
ensure that the 
care recipient 
goes to the toilet, 
or is taken there, 
every 2-3 hours. 
 
A pattern should 
be established.  
Times that the 
incontinence 
occurs should be 
noted and, if a 
pattern emerges, 
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and maintenance of 
these devises.) 
 
 
 
 
 
 
 
 

the care recipient 
should be 
prompted about a 
half an hour 
before these 
times. 
 
Reminders 
should be used.  
An alarm clock or 
kitchen timer can 
be set to ring 
when the care 
recipient usually 
needs to use the 
toilet.                        

 
  Problem Objective What to Do 
 

A person with 
dementia may know 
when he or she 
needs to go to the 
toilet but be unable 
to express the need, 
get to the toilet in to 
time to avoid and 
accident, or to find 
the bathroom. 
 
 
    
    Problem 
 
A physically 
impaired person 
may have difficulty 
undoing his or her 

To know where the 
toilet is and be able 
to get there. 
 
 
 
 
 
 
 
 
      
 
 
      Objective 
To undo or remove 
necessary clothing 
easily. 

Create a routine. 
If the care 
recipient is unable 
to go to the toilet 
alone, he or she 
should be taken 
to the toilet every 
2-3 hours or a 
toileting aid can 
be used 
occasionally. 
 
 
   
 
 
      What to Do 
Provide practical 
clothes.  The 
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clothes. care recipient 
should be wearing 
clothes that are 
easy to remove; 
small buttons or 
difficult fastenings 
should be 
avoided. 
 

 

Toileting a Care Recipient in Bed  
 
Nobody likes the job of helping someone else urinate or defecate in bed, 
but it’s important for caregiver’s to dignify the task as much as possible.  It 
may help if it is thought of as a necessary act of care and kindness.  It will 
also help the care recipient if he or she is given as much privacy as 
possible. 
 

TIPS FOR TOILETING A CARE RECIPIENT IN BED 
 
‘  If odors occur, windows should be opened to create a cross draft, but 

not if doing so will make the room too cold. 
‘  The bedpan should be warmed by running warm water inside and 

along the rim.  The outside of the bedpan should be dried. 
‘  The use of a little cornstarch or talcum powder will help the care   

recipient slide onto the bedpan more easily. 
‘  If the care recipient can move easily, he or she should be asked to lift 

up onto the bedpan or to turn slightly to one side.  Next, the bedpan 
should gently be pushed underneath the care recipient’s buttocks. 

‘  Bed rails should be used by the care recipient to hold onto while 
using the bedpan, or hard pillows can be provided on each side of 
the care recipient.  If necessary, additional support can be provided 
with the caregiver’s hands to the back of the care recipient. 

‘  If the care recipient can only use a bedpan lying down, the care 
recipient should be asked to roll over onto the side.  The top of the 
bedpan (the rounded seat area) should be placed against the top of 
his or her buttocks, below the tail bone. The care recipient should roll 
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easily onto the bedpan and be positioned over the middle of it.  If 
positioned correctly, a 4-5 inch gap should remain in the narrowed 
front area of the bedpan. 

‘  The care recipient should be positioned comfortably over the center 
of the bedpan, so that it won’t tip. 

‘  Toilet paper and privacy should be provided if the care recipient can 
be left alone. 

‘  When the care recipient is finished, he or she should be asked to lift 
off the bedpan. 

‘  The bedpan should be covered with a cloth and removed to the side. 
‘  The care recipient should be provided with soap and water in a basin, 

a washcloth, and a towel to clean up after toileting. 
‘  If the care recipient is unable to do so, the soiled areas between the 

legs should be cleaned gently to avoid infection.  The area should be 
washed with soap and water, if necessary.  Urine or feces should 
never be left on the skin; they are highly irritating and will contribute 
to skin breakdown.  All soap residue should be removed from the 
skin. 

‘  The bedpan should be emptied into a toilet and washed out with 
soap and water.  If necessary, it should be soaked in disinfectant and 
cleaned later with a special toilet brush. 

 
Bathing and Basic Hygiene 
 
The purpose of bathing, grooming and basic hygiene is to clean the skin, to 
aid in the elimination of wastes from the skin, to aid in stimulating 
circulation and to provide passive and active exercise.  But the greatest 
benefit to the care recipient may be the sense of well-being that comes 
after a soothing and refreshing bath. 
 
How often an older person should bathe depends on the person’s physical 
condition, age and type of skin.  Older people tend to have less oil and 
perspiration, so a daily bath with soap may not be necessary or desirable.  
Washing the face, rectal and genital areas and under the arms may be all 
that is needed some days.  For older persons with dry skin, lotion may be 
applied after the bath.  Cool sponge baths will be needed more often for 
people who perspire profusely. 
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For the older person with dementia, bathing may have become a confusing 
experience that overwhelms them with too many choices.  In this case, 
your job is to make the experience as simple as possible by lessening the 
number of decisions involved in the process.  A way should be found that 
comes as close to the routine he or she followed before becoming ill.  Was 
a bath or shower used most often?  Did he or she prefer to do this in the 
morning, afternoon or evening?  If all else fails, partial baths or sponge 
baths should be given.  The older person’s skin should be watched for 
rashes or red areas. 
 

BATHING AIDS 
 

‘  Hand-held shower heads and stools, to make showering easier and 
safer. 

‘  Bathtubs with doors for easy access. 
‘  A bath seat with suction pads to grip the surface of the tub placed in 

the tub so that the care recipient does not have to be lowered or 
raised too far. 

‘  Grab rails that the care recipient can hold onto when getting into and 
out of the tub. 

‘  A non-slip mat that is placed in the bottom of the bathtub to prevent 
the care recipient from slipping. 

‘  A bathboard that is placed across the top of the bathtub so that the 
care recipient does not have to turn or stretch to reach needed items. 

 

Skin Care 
 
Taking care of an older adult’s skin is extremely important.  The primary 
problem to watch for and prevent is pressure or bed sores.  Confinement to 
bed for long periods of time predisposes a person to these painful sores.  
The sores indicate that skin and underlying tissue have broken down.  
Without skin protection, underlying tissue is open to infection.  Keeping the 
skin clean and dry, repositioning bedridden care recipients frequently (to 
avoid constant pressure on the areas of the skin between the bones and 
the mattress) and inspecting the skin routinely are essential measures for 
preventing pressure sores. 
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Another skin condition that can develop among older persons is dry skin 
which causes itching.  As people age, their skin loses natural oils that lock 
in moisture.  Skin also becomes thinner and more sensitive.  Dry skin leads 
to itching and scratching and cracked skin.  One solution is to use 
moisturize with emollients.  The best time to coat the skin with moisturizer 
is right after a bath, while the skin is still slightly damp, to trap underlying 
moisture.  Baths can be overdone, however, and long hot soaks can draw 
moisture away from the skin. 
 
Soaps also should be chosen carefully.  The thinner, drier skin of older 
adults is a less effective barrier to irritating chemicals, which can easily 
enter and irritate the skin.  The older person should use superfatted or 
glycerin soaps with no strong perfume or added alcohol. 
 
Skin care includes observing and noting the condition of the skin and 
removing irritants or other conditions that can contribute to the 
development of pressure sores.  Skin care should take place whenever the 
primary caregiver is conducting other personal care activities that make 
this possible, such as giving the care recipient a bath or back rub. 
 
Oral Hygiene 
 
Studies show that people over 65 have more tooth decay than any other 
age group and older people are more at risk of oral cancer.  Older people 
produce relatively little saliva, which cleanses the teeth and they can have 
problems brushing and flossing properly if they can’t see well or have 
difficulty moving their arms, hands or wrists.  Also, gums shrink with age, 
exposing vulnerable areas of each tooth to potential infection or decay. 
 
Care recipients should be taken by primary caregivers to be examined by a 
dentist at least once a year.  The older person who wears dentures should 
be checked regularly for fit.  The gums, tongue and insides of the cheek 
need brushing to kill bacteria and keep breath fresh.  You, the primary 
caregiver, will need to help daily with this if the care recipient is unable to 
do so. 
 

TIPS FOR CARING FOR THE MOUTH 
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‘  The care recipient should be taken to the dentist at least once a year. 
‘  A dentist should be found who has experience in treating older 

people.  
‘  If the care recipient has trouble holding a tootbrush, the brush may 

be elongated by taping a study wooden or plastic stick to it or by 
attaching a ruber or plastic foam ball to the handle. 

‘  An electric toothbrush is sometimes easier to use.  The dentist or 
dental hygienist should be asked to show the older person or the 
primary caregiver the best way to use it. 

‘  If the care recipient’s mouth is dry, the doctor or pharmacist should 
be asked if medication might be causing the problem.  In such cases, 
the physician may lower the dose or change the prescription.  
Diuretics, antihistamines, antihypertensives, antianxiety drugs, 
antidepressants, antipsychotics and drugs for Parkinson’s disease 
will all slow the flow of saliva. 

‘  Dry mouth can be relieved temporarily with sugarless candies or 
gum.  Lip lubricants are a must, and chips of ice or sips of water will 
also help. 

‘  If the older person’s teeth are going to be brushed by the primary 
caregiver, the dentist or dental hygienist should be asked to show the 
primary caregiver how it should be done (using an electric toothbrush 
may be easier). 

‘  If the care recipient has trouble swallowing, or if he or she is confined 
to bed, the amount of toothpaste could be limited or eliminated to 
avoid the care recipient choking on the foam.  A toothbrush wet with 
water or a damp cloth can be used to wipe the teeth and gums. 

‘  There is also a commercial product with a specially treated foam tip 
that can be used to swab the mouth.  Ask your pharmacist or health 
care provider how to obtain and use these items. 

 
Infection Control 
 
Proper ongoing infection control measures should be taken by you and 
others in the household to create an environment that helps the care 
recipient get rid of any infection he or she may have, prevents the spread 
of infection to others and bars the invasion of any new infections.  Proper 
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cleaning of the home and the care recipient will go a long way toward 
ridding a home of major infectious germs. 
 
If loved one is chronically ill or frail, is taking certain types of medications or 
receiving special therapies for a life-threatening illness, such as cancer, he 
or she may have a weakened immune system and, therefore, be more 
vulnerable to infection.  It is essential to maintain as hygienic and germ-
free an environment as possible.  It is also important for you to be 
protected from infection.  If you get sick, not only will you be unable to fulfill 
the role of caregiver, but your loved one’s health may also be at risk. 
 
There are many preventive measures that can be taken to eliminate germs 
(such as bacteria and viruses) and minimize the spread of infection.  The 
most important of these measures is to maintain a high standard of 
personal hygiene.  A simple task, such as hand-washing, is often done in a 
quick, careless way, but washing one’s hands thoroughly can be an 
essential part of basic cleanliness.  Later in this section under “Hand 
Washing,” there is a detailed description of how to wash hands correctly to 
maximize infection control 
If the older person being cared for is seriously ill or incontinent, an 
important part of the primary caregiver’s role in infection control will be to 
properly dispose of body waste, such as blood, vomit, feces or urine.  It is 
essential that you follow the correct procedure for the disposal of this 
waste to minimize the risk of developing an infection and help to prevent 
any infection from spreading to others. 
 
Infections are the result of the body being invaded by germs.  These cause 
an adverse reaction - directly by damaging cells or indirectly by releasing 
poisonous substances (toxins) into the body.  Germs are spread directly by 
touching something that is contaminated, or indirectly by breathing in 
airborne germs, eating contaminated food, or by being in contact with 
contaminated clothing, equipment or insects.  The symptoms will depend 
on the type of infection, where it is located and whether it has spread 
throughout the body. 
 
An infection is only dangerous if it is given a suitable environment in which 
to flourish.  People and animals are the sources of most infections, 
carrying many bacteria and viruses.  Anyone can become infected, but the 
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most vulnerable are those who have low immunity, such as someone in 
poor health. 
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COMMON INFECTIOUS DISEASES 
 

 
 

DISEASE 

POSSIBLE 
SIGNS AND 
SYMPTOMS 

HOW IT MAY 
BE 

TRANSMITTED 

 
INFECTIOUS 

PERIOD 

Gastroenteritis Appetite loss, 
nausea, 
vomiting, 
diarrhea, 
abdominal 
cramps. 

Contaminated 
food or water 
supplies. 

Up to two days 
after diarrhea 
stops. 

Infectious 
mononucleosis 

Fever, 
headache, 
swollen glands, 
neck, armpits 
and groin, 
severe sore 
throat, fatigue. 

Contact with 
saliva. 

Variable - may 
be weeks. 
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Hepatitis A, B, 
C, D and E 

Depending on 
type and 
severity of 
illness: fever, 
nausea, 
vomiting, 
headache, loss 
of appetite, 
muscular and 
joint aches, 
light-colored 
stools, 
discolored urine 
and jaundice; 
although some 
people show no 
symptoms. 

A, E: Infected 
food or water. 
B, C, D: 
Sexually 
transmitted, 
contaminated 
blood, shared 
needles. 

A, E: One week, 
usually followed 
by jaundice. 
B, C, D: Varies: 
blood can be 
infected for life. 

Herpes simplex 
(cold sores and 
genital herpes) 

Small fluid-filled, 
irritating blisters, 
slight 
temperature. 

Contact with 
lesions. 

Until blisters 
have formed 
crusts. 

Herpes zoster 
(chicken pox 
and shingles) 

Chicken pox: 
slight fever, 
groups of itchy, 
dark red spots 
that become 
blisters. 
Shingles: 
localized, 
painful, 
blistering rash. 

Airborne, 
contact with 
rash. 

Until all the 
blisters have 
formed scabs. 
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HIV/AIDS May be 
symptomless for 
years; 
breathlessness, 
fever, weight 
loss, diarrhea, 
swollen glands 
and fatigue may 
eventually 
occur. 

Sexually 
transmitted, 
contaminated 
blood, shared 
needles, mother 
to child. 

For life. 

Influenza, 
common cold 

Fever, cough, 
runny nose, 
headache, 
drowsiness, 
confusion, rash, 
reaction to light. 

Airborne. First few days. 

Meningitis Fever, stiff neck, 
headache, 
drowsiness, 
confusion, rash, 
reaction to light. 

Various 
methods.  
Usually 
airborne. 

A week before 
and 10 days 
after fever. 

Tuberculosis Fever, cough, 
swollen and 
painful glands, 
stiff neck, weight 
loss. 

Airborne. While phlegm is 
infected. 

 

Hand Washing 
 
There is a reason why we were taught at a young age to wash our hands 
after using the toilet and before and after meals.  Hands are the principal 
transportation and transferal system for germs and the most likely way that 
infection will pass from one person to another. 
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Hands should always be washed before providing personal care for 
anyone, and especially when caring for an older sick person.  Hands 
should be washed when entering the living environment, after handling 
soiled articles and before and after handling food.  A caregiver who has a 
cold should wash his or her hands more often but especially after coughing 
or sneezing.  In the living environment of a care recipient with an infectious 
disease, special care should be taken to wash hands after handling the 
older person. 
 
To wash hands correctly, you should remove jewelry, roll up sleeves and 
run water over a bar of soap to clean it.  Hands should be wet and lathered 
up with soap.  The entire surface of the hands, between fingers, around 
and under the fingernails and above the wrist should be washed 
thoroughly.  Under the nails should be scrubbed if a nail brush is available.  
Hands should be rinsed and washed again. 
 
Hands should be elevated to drain water from fingers to wrist (clean to less 
clean area) and dry thoroughly with a clean towel.  Moisturizer should be 
added to keep the skin from becoming dry and cracked because germs 
can get into the cracks of dry skin. 
 

Additional Precautions Against Infection 
 
Disposable gloves are an added precaution when coming into contact with 
moist body substances or fluids, such as blood, urine, pus, feces, saliva or 
wound drainage of any kind. 
 
Moisture-resistant gowns or aprons should be used on occasions when 
you anticipate the soiling of your garments with a body substance.  A mask 
or protective eye wear also may be used.  To avoid spreading droplets 
when sneezing or coughing, the mouth should be covered with a tissue or 
handkerchief.  You should consider wearing a mask if coughing or 
sneezing is persistent. 
 

Cleaning a Home for Germ Control 
 



Guide to Car egiving  

Tips, Techniques and Points to Ponder   

Not only is a neat and clean home pleasing to the eye, a well-kept home is 
a poor haven for infection.  It’s not always easy to do, but a work plan and 
the scheduling of cleaning duties over the course of a week can make 
these tasks far more manageable than trying to tackle all the jobs in one 
day.  Bathroom cleaning and laundry must be done on a regular basis to 
maintain an optimal level of infection control.  This could be done on a daily 
or weekly basis, depending on the care recipient’s condition, the amount of 
soiling that occurs and the level of risk infection. 
 
The four basic kinds of cleaning products are all-purpose cleaning agents 
which can be used on many surfaces; soaps for bathing, washing dishes 
and laundry; cleaners for scouring and hard-to-clean areas; and specialty 
cleansers for tasks such as cleaning windows or ovens.  Direction for their 
proper use should be followed and they should be stored in a safe place. 
 
FOUR SETS OF TASKS OF HOUSEHOLD CLEANING 
CHORES 
  
1. Dusting and straightening.  Dusting is probably a once-a-week 

chore, while straightening may be necessary a few times a day. 
 
2. Cleaning floors and rugs.  With the exception of wood floors, which 

should be cleaned with a mixture of vinegar and water, floors can be 
washed with warm sudsy water after loose dirt has been swept away.  
Wet floors are slippery so they should be dried quickly to avoid 
accidents.  Rugs and carpets should be vacuumed at least once 
weekly. 

 
3. Cleaning the kitchen.  Particular attention should be paid to 

cleaning food preparation surfaces, storage areas and the 
refrigerator.  Dishes should be washed in hot, soapy water, rinsed in 
hot water (rinsed in boiling water if someone in the house has an 
infectious disease) and allowed to air dry.  If there is a dishwasher, 
learn how to use it properly and to know what should or should not be 
put in it. 

 
4. Cleaning bathrooms.  It is important to maintain a high level of 

cleanliness in the bathroom.  If this is not done, germs and odors can 
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grow to dangerous levels.  Bathrooms surfaces, especially floors, 
tubs, shower stalls and toilets should be scrubbed with disinfectant to 
keep germs under control.  When tidying the medicine cabinet, 
medications should be returned to their places.  Ideally, medicines 
should not be stored in bathrooms that are frequently used for 
showers or baths as the moisture and humidity may damage the 
medications.  Old prescriptions should be thrown out if their 
expiration dates for usage have expired. 

 
For quick clean-up jobs, a bucket with cleaning items such as paper 
towels, sponge or rags, a scrub brush, a multi-purpose cleaner, a 
disinfectant and carpet cleaner may be stored in the care recipient’s 
bathroom. 
 

How to Dispose of Body Wastes 
 
Body wastes from the care recipient’s room may carry infection and should 
be disposed of carefully in a way that does not spread infection.  Wearing 
latex gloves and an apron when disposing of body wastes is 
recommended.  Wastes include used paper tissues, sputum, dirty 
dressings, uneaten food, urine, feces or vomit.  When disposing of wastes: 
  
‘  Use disposable gloves. 
‘  Pick up soiled wastes with tongs, a spring clothespin, a tissue or 

paper towel. 
‘  Place waste in paper or plastic bags and dispose of it in covered 

containers. 
‘  Place liquid wastes in a container with a lid or pour them down a 

toilet.  Discard disposable gloves safely.  Wash tongs and containers 
with hot water and soap. 

 
Remember, wash hands immediately after handling body wastes. 
 

Treating a Wound 
 
Wounds can occur and, when they do, it’s important to manage them 
quickly and properly.  They should be thoroughly cleaned with soap and 
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water and then a mild topical antibiotic ointment should be applied.  
Wounds should be covered with clean, dry cotton gauze or gauze pads 
and held in place with adhesive tape. 
 
If the wound does not heal within a week, or if tenderness, redness, 
swelling or worsening pain occurs, the primary care physician should be 
consulted.  Untreated wounds can lead to serious infection. 
 

Hygiene in the Kitchen 
 
These hygiene principals apply to the bedroom of a care recipient where 
meals may be served and to the kitchen where the care recipient’s meals 
are prepared.  To avoid contamination food must be purchased wisely, 
stored and refrigerated quickly and prepared and cooked properly. 
 
TIPS TO PROPER KITCHEN HYGIENE 
 
‘  Keep pets away from all food and kitchen surfaces. 
‘  Wash hands thoroughly before and after preparing food. 
‘  Wash utensils and cutting tools thoroughly with hot water and 

dishwashing liquid. 
‘  Change and launder dishtowels and cloths regularly.  Use clean 

dishtowels and cloths when working in the kitchen to prepare food. 
‘  Do not wipe hands on an apron or cloth.  Do not use dishtowels as 

hand towels. 
‘  Cover any cuts or sores on hands with a bandage. 
‘  Do not use or eat food if it comes from damaged containers or has 

passed it’s expiration date. 
‘  Store fruits and vegetables in the bottom of the refrigerator and wash 

throughly before eating. 
‘  Do not use the same knife and chopping board to prepare cooked 

and uncooked foods at the same time. 
‘  Do not prepare foods too far in advance. 
‘  Follow frozen food guidelines and directions on the package exactly. 
‘  Store meat and fish in the coldest part of the refrigerator and cook 

them thoroughly. 
‘  Do not taste food with fingers. 
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‘  When reheating food, check to make sure it is thoroughly hot.  It 
should not be reheated more than once. 

‘  Follow cooking guidelines and directions on all products exactly as 
described on the package. 

‘  Serve and eat cooked food while it’s hot. 
 

Nutrition and  Meals 
 
There is growing evidence that shows the quality of diet can play a major 
role in preventing or contributing to five of the leading causes of death in 
the U.S.: heart disease, cancer, stroke, diabetes and atherosclerosis 
(narrowing of the arterial wall).  A balanced diet provides a combination of 
nutrients, including vitamins, minerals, proteins, carbohydrates, fats and 
fiber. 
 
During illness, the body requires an even more balanced diet.  It also 
needs vitamins, such as vitamin C, to fight the deterioration from emotional 
and physical stress by supporting the immune system. Surgery and illness 
can cause tissue loss and weaken the immune system, requiring more 
protein from the body.  Diet plays a crucial role in supplying the nutrients 
the body needs. 
 
High-protein supplements, such as protein drinks and adding cooked meat, 
fish or poultry to vegetable dishes may be required for good nutrition.  
Getting enough calories is critical to good health.  When too few are 
consumed, the body draws first on it’s stores of fat for fuel and then 
protein. 
 
Proteins supply the body with amino acids which are required to build new 
protein.  Protein from foods, such as meat, poultry, fish, eggs, milk and 
cheese, provide essential amino acids, while vegetables need to be 
combined with beans, peas or nuts to provide complete protein. 
 
Carbohydrates which are starches and sugars, are the body’s main source 
of energy.  Starches include potatoes, pastas, bread, rice and some fruits.  
Sources for sugars include table sugar, candy, pastries, jams and jellies. 
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Fats also are a good energy source and are an essential component of the  
body’s cells.  However, saturated fat should be eaten in moderation 
because of the risk of heart disease and obesity.  Sources of unsaturated 
fat are oily fish, some vegetable oils and margarine.  Sources of saturated 
fat include red meat and poultry, whole milk and other dairy products. 
 
Vitamins and minerals help the body function properly and contribute to 
overall good health.  These are found in fruits, vegetables, whole grains 
and some animal proteins. 
 
Fiber passes through the body and helps prevent bowel and digestive 
problems.  Fiber is found in whole meal bread, cereals, potatoes. peas, 
bananas, oranges and green leafy vegetables. 
 
A major responsibility of a primary caregiver is to plan, arrange and/or 
serve the care recipient at least three meals daily that include a variety of 
foods and servings for proper nutrition. 
 
If your care recipient is being provided the proper variety of foods, but is 
not eating enough, you should notify the doctor. 
 
Meal times also are social times.  If you’re loved one can’t sit at the table 
during meal times, you, another family member or a volunteer should 
provide companionship and help feed the care recipient, if necessary.  
Sometimes this helps the older person to eat what he or she is served.  
The time when the older person seems the most interested in food is the 
time to provided a large meal.  The older person’s food preferences should 
be followed as long as they are healthful and appropriate for his or her 
condition.  If the older person tires easily, his or her strength should be 
saved for meal time.  Large portions should not be heaped on the plate, 
even if his or her appetite is returning.  This can cause a loss of appetite. 
 

TIPS FOR ASSISTING A CARE RECIPIENT WITH EATING 
 
‘  The care recipient should be asked if he or she needs to go to the 

bathroom before the meal and, if so, should be taken there. 
‘  Assistance should be provided in washing his or her hands. 
‘  If teeth are brushed or mouthwash is used before eating, this may 
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improve the taste of the foods for the care recipient. 
‘  The older person should sit in a comfortable position. 
‘  The bed table and tray should be positioned so the care recipient can 

see the food. 
‘  If sitting up is difficult, the care recipient should lie on his or her side.  

Swallowing is much more difficult to do while lying back. 
‘  To keep the mealtime relaxed and pleasant, the older person should 

have companionship while her or she eats. 
‘  The more the care recipient can do while eating, the more 

independent her or she will feel.  The care recipient should not be fed 
by someone else unless absolutely necessary. 

‘  The care recipient can be helped by buttering the bread, pouring the 
coffee or tea or cutting the meat, if necessary. 

‘  For the care recipient who is blind, the plate should be treated as a 
clock.  The care recipient should be told where on the plate various 
foods are located.  For example, chicken is located at 9 o’clock. 

‘  The older person should be reminded which foods may be too hot to 
eat. 

‘  If possible, the care recipient should sit upright in a chair. 
‘  If the care recipient has to eat in bed, he or she should be propped  
 up with pillows to be as close to a sitting position as possible. 
‘  The care recipient should sit up for at least 20 minutes, after eating.  

Gravity can trigger the cough reflex. 
‘  If the care recipient does need to cough, the coughing reflex should 

not be suppressed. 
‘  Conversation should be limited to times between bites and after food 

is swallowed. 
‘  The chin of the care recipient should be kept down while swallowing.  

The head should not be thrown back. 
‘  Food bites should be kept small - to about a teaspoonful at a time. 
‘  Ground meats and soft foods should be served, if necessary. 
‘  Food should be appealing and tasty.  Flavorful food stimulates saliva 

and is easier for the care recipient to swallow. 
‘  Bits of food should be alternated with sips of liquids. 
‘  If water is difficult for the care recipient to swallow, seltzer or other 

carbonated drinks should be tried.  A flexible straw also may help. 
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Exercise 
 
“Use it or lose it.”  In terms of maintaining physical capabilities, this 
expression has great significance for older people.  Most physical frailties 
are actually the result of inactivity, according to the President’s Council on 
Physical Fitness and Sports.  Falls, fractures, depression, incontinence 
and pressure ulcers can often be linked to an older person’s inactivity. 
 
Many health problems can be improved for older adults through exercise.  
Older people with arthritis, hypertension or heart disease may see 
improvements in their conditions if they begin to work out and stick to a 
fitness program.  Exercise programs should be determined by their 
doctors.  Increased muscle tone and strength, joint flexibility, peripheral 
circulation and lung capacity; improved digestion, sleeping and eating 
patterns, mood and self-esteem; decreased blood pressure, pain, stress 
and anxiety are just some of the benefits of exercise. 
 
The care recipients should be encouraged by the primary caregiver to be 
as physically active as possible on a regular basis.  This may simply mean 
providing assisted walks around the bedroom for a few minutes each day.  
As long as your loved one has the approval from his or her doctor to begin 
an exercise program, you should try to help move his or her muscles and 
joints every day, even if only for brief periods. 
 

Range of Motion Exercises 
 
Clearly, the type of exercise an older person can undertake depends upon 
the fitness level.  That is why a doctor must be consulted.  “Range of 
Motion” (ROM) exercises can involve help from you.  The purpose of ROM 
exercises is to keep the joints flexible.  These can help prevent stiffness 
and muscle weakness and improve muscle tone.  They also can increase 
circulation.  ROM exercises may be active - the older person does the 
exercises unassisted - or passive - the older person relaxes while you or a 
physical therapist moves each joint through its range of motion. 
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Other activities such as walking, yoga, weight lifting, swimming, martial arts 
or dancing all can improve an older person’s general fitness level, and 
contribute to one’s sense of well being.  It depends on the physical 
limitations of the care recipient as determined by his or her doctor. 
 
Exercise is usually far more enjoyable when a person has company.  For 
the older adult who enjoys walking, assistance from a regular companion 
will help the older adult set goals and stay with a routine. 
 
Thanks to the rapidly growing population of older citizens, there are many 
books and videos available on the subject of fitness and exercise for older 
adults.  You can look for titles at the local library or video rental store.  A 
free booklet, Exercise: A Guide from the National Institute on Aging, which 
covers ROM, strengthening, endurance, balancing and flexibility exercises 
that can be done at home can be ordered by calling 1-800-222-2225 or 
accessed through the internet at http://www.nih.gov/nia. 
 
Of course, some care recipients will not be able to participate in a physical 
fitness program or will be very limited in their physical abilities.  These care 
recipients need patience, understanding, time and assistance to 
accomplish even the simplest movements.  These less active adults should 
be allowed to move at their own pace.  Restrictions on physical activities, 
should also be determined by their doctor. 
 

Massage 
 
Massage is a passive form of exercise and one that also promotes better 
circulation.  Massages also communicate caring and comfort to an older 
person.  The positive power of touch should never be underestimated.  
Massage therapists who specialize in massage techniques for use on older 
adults with varying degrees of physical limits or sensitivities can be found 
through the local Area Agency on Aging or rehabilitation center.  Massage 
therapy can be beneficial to both the primary caregiver and care recipient. 
 

Mental “ Exercise”  
 
In order to help maintain some cognitive abilities, memory activities should 
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be a daily part of an older adult’s schedule. 
 
One activity that tends to stimulate brain function is music.  Music played 
for 15 minutes each day has the ability to encourage and evoke memories, 
particularly if the tunes are easily recognized.  It also can be used as a 
calming technique to reduce anxiety and tension of older care recipients 
with dementia. 
 
Another technique used for mental stimulation is participation in arts and 
crafts.  Painting and sculpture and other crafts can bring enjoyment and 
opportunities for self-expression. 
 
Perhaps one of the best ways to keep the brain challenged is through 
thinking games.  The game should be appropriate for your loved one’s 
mental level.  The game should not discourage the older adult, but should 
leave him or her with a sense of achievement.  Games that allow older 
adults to identify pictures or quotations from famous people, words or 
places that begin with a particular letter are all games that can be played 
without childish undertones. 
 
Providing mentally challenged older adults with purposeful acts in their 
daily lives creates a sense of direction and also helps them to recall how to 
do simple tasks.  Chores such as baking cookies, watering plants, dusting, 
setting the table and arranging flowers are all simple duties that can remind 
your loved one of how to function daily. 
 
However, if the activities are too challenging, they may only remind the 
care recipient of what he or she was once able to do and may become a 
source of frustration rather than stimulation.  Caution should be taken to 
keep mental exercises and activities to a level that is stimulating, but not 
too challenging. 
 

Medications 
 
Medications have important uses in preventing illness, maintaining health, 
relieving pain and treating other symptoms of chronic illnesses and 
conditions.  To be used appropriately, safely and effectively, however, 
medications must be taken as directed, stored properly, used for their 
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intended purpose and only by the person for whom they were prescribed. 
 
Often, an older care recipient and even the primary caregiver are 
prescribed several different medications to treat a number of illnesses and 
conditions.  In most case, you will be responsible for helping the older care 
recipient adhere to taking medications on time and as prescribed by the 
doctor.  Care recipients may not be able to adhere to multiple prescription 
drug regimens on their own for a variety of reasons, including the 
complexity of the medication regimen, the frequency with which the types 
and doses change, poor memory and lack of understanding about why and 
how to take medications. 
 

STORING MEDICATIONS 
 
To ensure their effective and safe use, medications should be stored and 
discarded using the following guidelines: 
 
‘  All medications - including prescription and over-the-counter 

medications and herbal remedies - should be kept out of reach of 
anyone who might misuse them.  If there are older adults who are not 
responsible for their actions or children are in the home, medications  

 should be locked in a cabinet or kept in bottles with safety lids.  
‘  Some medications must be stored in the refrigerator.  These should 

be stored in an area where they won’t freeze and children can’t 
reach. 

‘  Medications should be stored away from moisture, light and heat.  
These factors can change a medicine’s chemical composition and, 
therefore, its effectiveness or strength.  Do not store medicines in the 
bathroom or kitchen because these rooms are often moist and warm. 

‘  Medicine should be discarded if it has no label, has a label that 
cannot easily be read or is no longer potent because it is beyond the 
expiration date on the medicine bottle or package.  If medications are 
being discarded, they should not be placed in the garbage where 
children and/or animals can get to them.  Instead, a physician or the 
local health department or poison control center should be contacted 
for instruction regarding how to dispose of drugs properly. 

‘  Clear medications that look like water or soft drinks should not be put 
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in containers from which children or others might drink. 
‘  An emergency telephone list should be created with numbers of 

significant family members and friends, the emergency room of the 
nearest hospital, the local poison control center, the police and/or fire 
rescue squad, all of the care recipient’s doctors and other 
professional care providers, emergency medical services and local 
pharmacies that are open on weekend and holidays.  (See “ Vial for 
Life”  earlier in this Section on page 83.) 

 

TIPS FOR TAKING MEDICATIONS 
 

‘  Any doctor who sees the care recipient should know about allergies 
and all medications, vitamins, herbal products and other nutritional  
supplements being taken, including any nonprescription drugs. 

‘  Special pillboxes are available that can make it easier for older 
people to take their medications on schedule.  These include daily 
and weekly compartmented boxes and boxes with reminder beepers.  
However, some medications need to be kept only in an airtight 
container; they could lose their potency in a pillbox. 

‘  The care recipient should be sitting up when taking pills or capsules. 
‘  Crushing tablets or opening capsules and mixing contents with soft 

food may be alright, as long as the care recipient takes the mixture 
immediately.  However, it is important to check with the doctor first.  
Long-acting tablets should not be crushed.  Doing so may endanger 
the care recipient.  If the tablets are not long-acting, they can be 
crushed between two spoons by putting the pill in one spoon, nesting 
the other on the top spoon with the thumb.  Pill-crushing devices also 
are available at many pharmacies. 

‘  Many pharmacies give away dosage spoons with liquid medications.  
The primary caregiver or care recipient should ask the pharmacist for 
one.  These can make it easier to give accurate dosages. 

‘  Older adults with dentures generally do not like chewable tablets 
because they interfere with the dentures. 

‘  Certain liquid measures can taste bad.  The care recipient can numb 
the taste buds a little by sucking on an ice cube before taking the 
medicine. 

‘  Sometimes a care recipient will vomit up a medicine after taking it.  
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The medicine should not be re-administered.  Instead, the care 
recipient’s doctor should be consulted. 

 
MEDICATIONS: 
QUESTIONS TO ASK 
 
Whenever a care recipient is prescribed a new prescription, the primary 
caregiver, as well as the care recipient , should understand what the 
medication is for, what it will do and what its side effects are, alone and in 
combination with the other medications the care recipient is  taking.  
Following are common questions you should ask a doctor and pharmacist: 
 
‘  What is the medication intended to do?  Is it treating the cause of the 

problem or the symptoms?  If it’s the latter, is there any way to treat 
the cause? 

‘  Is there another way to treat the problem, such as a change in diet, 
exercise or lifestyle? 

‘  When and how should the this medication be taken? 
‘  When is the best time to take this medication? 
‘  Is it safe to take it with the other medications, vitamins herbal 

products and/or food? 
‘  Should particular foods, nutritional supplements or activities be 

avoided while taking this medication or any other medication already 
being taken? 

‘  What is the proper dose for someone the care recipient’s age, or 
could a lower dose be appropriate?  Older adults tend to be more 
sensitive to medications because of body changes, such as water 
loss or fat gain, decreased ability of the liver and kidneys to process 
and clear medications from the body, a greater difficulty maintaining 
normal blood pressure and adapting to changing temperature.  Also, 
older people are more likely to have illnesses or conditions that alter 
the response to medications. 

‘  How long does it take for this medication to have an effect, and how 
will one know if it’s working? 

‘  How long should the care recipient use this medication?  Should he 
or she continue to take it even after feeling better?  The care 
recipient or the primary caregiver should check regularly with the 
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doctor - perhaps every few weeks, depending on the potency of the 
medication and the side effects - to find out if the medication is still 
needed or if the dose can be lowered. 

‘  What are the possible side-effects?  What should be done if the care 
recipient has a bad reaction?  There are usually trade-offs to be 
made treating older people - for example, a care recipient may need 
to take a medication that worsens confusion in order to eliminate 
more troubling hallucinations or paranoia.  All the pros and cons 
should be discussed with the doctor. 

‘  What should be done if the care recipient forgets to take this 
medication? 

‘  Is this medication habit-forming?  Will it be difficult for the care 
recipient to stop taking it? 

‘  Can a generic version be prescribed that will act in the same way, but 
is less expensive?  Or is the branded medication better for this 
particular condition? 

 
Medication Schedule 
 
This medication schedule table can be used to help you, ailing loved one, 
or a family member keep track of when medications should be taken.  Fill 
in the name of each drug and the dosage to be taken.  A larger version of 
this table can be found in Section XX: “Appendices,” on page xxx. 
 

 Sun. Mon. Tues. Weds. Thurs. Fri. Sat. 

Morn.        

After.        

Even.        

Bed.        

 
 
 
 
MEDICATION RECORD 
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It is a good idea for the primary caregiver and older care recipient to keep 
a medication record to note all of the prescription and non-prescription 
medicines they are taking. 
 
The medication record should be kept in the older care recipient’s wallet or 
purse and shown to all doctor’s, nurses and pharmacists involved in the 
health care of that older person.  The medication record must be updated 
whenever a change in the medication regimen occurs. 
 
The medication record also is a place to help keep track of any bad 
reactions to specific medications or explain why a medication is not being 
taken as prescribed.  For example, your loved one may be told to take a 
diuretic twice a day, but is only taking it once a day because of increased 
frequency of urination. 
 
When your care recipient refuses to take a medication, gently urge him or 
her and try to find out why he or she won’t take the medication.  Simply ask 
why. If he or she cannot or will not answer the question, then observe the 
him or her to see if you can determine why the medicine isn’t being taken.  
Observations and other factual information should be recorded on the 
medication record form and reported to your professional health care 
provider.   
 

Dealing with Health Care Professionals 
 
Generally, you will be the one responsible for finding quality health care for 
your loved one, assessing the health care received and communicating 
with professionals about the ongoing condition and issues. 
 
In a medical situation, you will probably deal most often with the your care 
recipients primary care physician, a family physician, general practitioner or 
internist.  This doctor may treat all age groups from infants through older 
adults, or just specialize in geriatric care.  A primary care physician should 
be versatile and have excellent diagnostic capabilities. 
 
During the course of a day, this doctor may see a child with a fever, an 
adult with unexplained headaches, someone with severe stomach pains, 
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an accident victim and an older person with chest pains or a sudden onset 
of shakiness.  If the diagnosis indicates a problem outside the primary 
physician’s ability to treat, a recommendation to see a specialist will be 
given. 
 
The recommendation doesn’t end the primary care physician’s function.  A 
concerned doctor will follow up on the treatment the patient receives at the 
hands of specialists and coordinate all treatments.  You cannot rely on this, 
however.  It’s up to you to monitor all care and to make sure that complete 
health information about loved one is communicated to all appropriate 
medical professionals. 
 
The doctor also needs to be able to communicate effectively with the care 
recipient, primary caregiver and other adult family members.  A doctor 
should be able to explain the medical condition and its treatment in terms 
that are easily understood. 
 
The doctor should explain each and every step and phase of illness, 
treatment or recovery.  This information is necessary if you are to evaluate 
his or her ability to care for the older person, or if additional care from 
health professionals, such as visiting nurses, needs to be arranged.  
Knowing in advance what is likely to occur helps both you and your care 
recipient to be at least somewhat prepared. 
 
A good physician is one who treats the whole patient - one who considers 
the patient’s emotional, spiritual and physical needs.  This often takes extra 
time, as well as patience and understanding. 
 
The older person may simply need to talk for a few minutes about 
frustration, or you may have to describe vague health complaints heard 
from your ailing loved one.  The physician will know that those complaints 
sometimes explain things that would otherwise escape overall diagnosis.  
Doctors understand that the patient’s emotional state also can be a cause 
of real physical symptoms. 
 
It is critically important that you be able to form a working relationship with 
the physician so that he or she feels free to relate all areas of your care 
recipient’s situation and condition.  Working as a team, you and the 
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physician can provide optimum care for your ailing loved one. 
 
 
 
SELECTING A DOCTOR 
 
Following are some suggestions about how to select a doctor: 
 
‘  It is helpful to obtain recommendations from friends and family.  

Questions should be asked about the doctor’s attitude.  Does the 
doctor listen to their problems and answer their questions fully?  Do 
they feel comfortable with the doctor’s attitude and treatment? 

 
‘  A referral service (usually listed in the Yellow Pages under the 

heading of Physician Referral Service) can provide referrals to 
doctors based on specific needs. 

 
‘  After a doctor is identified, the office manager at the doctor’s office 

should be contacted and questioned regarding what types of patients 
and diseases the doctor specializes in or sees most often.  The office 
manager can also explain which insurance the doctor accepts and 
with which hospitals and clinics he or she is affiliated. 

 
‘  After a list of doctor’s is narrowed, the State Board of Medical 

Examiners may be contacted to learn if the doctor has had any action 
taken against him or her.  The phone number of the State Board can 
be located in the Blue Pages of the phone book under the heading of 
State Government. 

 
‘  A preliminary appointment with the doctor should be arranged for 

both you and your older adult.  The purpose of this appointment is to 
meet the doctor, discuss the status of the older person’s health and 
get a sense of how the doctor interacts with patients and family 
members.  After the appointment, you should consider the following 
questions.  How does your care recipient feel about the doctor?  
Does the doctor answer questions in words that are easy to 
understand?  Does the doctor inspire trust and confidence?  Does 
the doctor understand your loved one’s viewpoint on various things, 



Guide to Car egiving  

Tips, Techniques and Points to Ponder   

such as surgery, blood transfusions, “heroic measures” or life support 
systems (some may be a violation of your older adult’s religious 
beliefs)?  Will the doctor agree to abide by the your loved one’s 
wishes in these matters?  Can the primary caregiver and the older 
person work with and rely upon this doctor?  These questions should 
also be asked of any specialists or other health care professionals 
who are treating your care recipient. 

 
This appointment will have to be paid for just as with other businesses that 
charge a consultation fee.  The fee may or may not be the same as a 
regular office visit and may not be covered by insurance. 
 
Some people balk at the idea of interviewing a doctor or resent the time it 
takes.  However, most people shop around until they find a mechanic or 
hair stylist they can trust.  Why would you take less care when your own 
health or the health of a loved one is at stake. 
 

The Caregiver’s Relationship With Health Care 
Professionals 
 
The primary caregiver and the care recipient are “customers” when dealing 
with doctors, nurses, therapists and hospitals.  With these professionals, 
one should expect (and deserve) the following: 
 
‘  The primary caregiver and care recipient should be treated with 

respect. 
 
‘  Everything about the condition, it’s treatment and prognosis should 

be fully explained in wording that is easy to understand. 
 
‘  All questions should be answered in wording that is easy to 

understand. 
 
‘  Phone calls concerning medical questions should be returned 

promptly.  Doctors often are busy with other patients, so you should 
never claim and emergency that isn’t one. 
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‘  Getting a second opinion by a specialist should be encouraged by 
the doctor in any situation in which the condition is potentially life-
threatening (cancer, heart disease, etc.) and/or when multiple 
treatment options or surgery are recommended. 

 
‘  You and your loved one should be full participants in health care 

decisions.  Wishes concerning blood transfusions, organ donations 
or transplant, “heroic” life saving measure, living wills and so on 
should be accepted by all health care providers. 

 
Good medical care is a two-way street. You and your care recipient have 
responsibilities, too.  Following are some basic guidelines of behavior when 
dealing with health care providers: 
 
‘  Show respect.  Regardless of the circumstances, there is no excuse 

for verbally abusing anyone. 
 
‘  Before speaking to the doctor, speak with the office manager or the 

receptionist.  The problem or condition should be explained clearly 
and calmly. 

 
‘  Give as much notice as possible when the person with the 

appointment is running late or needs to cancel it.  Not only is this 
common courtesy, it helps the staff to function more efficiently and 
keep waiting time to a minimum. 

 
‘  Have patience.  Medical emergencies don’t happen according to 

anyone’s schedule.  The doctor may be running late not because the 
staff over-books, but because another patient had an emergency.  
Often, a good doctor will squeeze a patient into a fully booked day 
when it’s an emergency. 

 
‘  Provide as much information as possible to the doctor and other 

medical personnel in the office who ask for it.  If you or the patient 
has a problem with the nurse, therapist or another doctor, the primary 
care doctor should be informed.  He or she should be concerned with 
all aspects of care. 
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‘  Discuss your loved one’s lifestyle and habits with the doctor. 
 
‘  Take responsibility for health care by making certain the primary care 

doctor is aware of every medication, including over-the-counter 
remedies and nutritional supplements, the care recipient is taking 
and why.  If another doctor orders a course of therapy or medication 
that seems contrary to what the primary care doctor has 
recommended, this should be discussed with the primary care 
doctor. 

 
‘  Keep a written, up-to-date medical history on your older adult.  This 

should include early diseases; surgeries; pregnancies, if applicable; 
lists of pertinent dates and related information, such as 
complications, that the older person can remember.  This history also 
should include all doctors’ names, addresses and phone numbers; 
medications taken; allergies to foods, medications or other 
substances; as well as pertinent dates and locations of where tests 
and x-rays were taken.  Copies of this history should be kept in the 
car and also with other important papers of your loved one.  Provide 
this information to any attending doctor, especially in the case of an 
emergency.  This medical history should be updated to keep current. 

 

Emotional Support 
 
Caring for an older person full-time is a challenging responsibility for the 
primary caregiver under any circumstances.  However, it is particularly 
difficult when the older person is a parent or spouse who is suffering from a 
chronic, progressive or life-threatening illness. 
 
Primary caregivers often ignore or sacrifice their own needs to devote their 
time and attention to care for a loved one.  It takes a special kind of person 
to spend his or her time in this way - focusing on the needs of the care 
recipient.  Primary caregivers have their own lives, health challenges, 
outside interests and other responsibilities.  Often, those who take on the 
role of primary caregiver are the children of the older adults for whom they 
are caring.  These primary caregivers frequently have families and 
problems of their own. 
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Primary caregivers need help, encouragement and emotional support.  
However, they are not always comfortable asking for it.  It doesn’t always 
occur to a primary caregiver that it is “okay” to ask for help from friends, 
family and community social service organizations. 
 
INTERVENTIONS 
 
There are many sources from which you, primary caregiver, can gain 
emotional support: friends, family, health care providers, spiritual/faith 
based organizations, respite programs and other community organizations.  
The type of intervention which most caregivers seem to need includes, but 
is not limited, to the following: 
 
Information: As the primary caregiver, you may need to be reminded 
about keeping yourself healthy through good nutrition, exercise and rest.  
You may need to receive encouragement to tell your doctor’s that you are 
providing ongoing care for an older adult so that your physician can 
monitor you for signs of illness, depression or caregiver “burnout.” 
 
Handling Feelings: You may need to be reminded that any negative 
feelings you may have - anger, frustration, sadness - are not inappropriate.  
It may also be helpful for you to be reminded that the stress, anxiety or 
depression that can be built around the caregiving job should not go 
unchecked.  It is important for all primary caregivers to know where you 
can get help if you are at risk for depression or stress-related illness and 
that you feel comfortable asking for help. 
 
Grieving: As your loved one’s health declines, you can experience a 
parallel series of loses.  These may include the losses of hope and plans 
for the future, companionship, emotional support and a sense of security.  
Primary caregivers need to be able to grieve for themselves, as well as for 
the care recipient, a process of many cycles.  The goal is to eventually 
accept death without withdrawing completely from the loved for whom you 
are caring. 
 
Managing Family Issues:  Many times the burden of primary care of an 
older person falls on one member of the family, resulting in feelings of 
resentment when no other family member steps in to help.    It is extremely 
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helpful to resolve these feelings as quickly as possible.  One way to do that 
is to call a family meeting and openly discuss what support is needed and 
what responsibilities could be shared with other family members.  It is 
important for you to feel empowered enough to ask for help. 
 
Improving Coping Skills: Sometimes problems arise with caring for an 
older person that are just not solvable.  This is when coping skills are 
useful.  These skills include humor, the ability to laugh at oneself or at a 
particular situation; faith as a way to resolve anguish; deep breathing, 
progressive muscle relaxation; communications skills, sharing one’s 
feelings as a way to release some of the emotion associated with heavy 
responsibility; seeking help, not being afraid to speak up when the burden 
of caring for your loved one gets too heavy; reducing negative thinking and 
increasing positive thinking, learning to recognize your strengths and 
limitations; and flexibility, learning to experiment with different ways of 
coping. 
 

Activities to Keep the Older Person Vital and 
Independent 
 
As people age, recovery from illness or injury may take longer.  The care 
they require can last over a long period of time.  It can be something they 
become used to and think they need to survive.  They can become 
dependent on their primary caregivers and give up activities that they are 
capable of doing for fear of becoming sick or injuring themselves again.  
They convince themselves that it is safer to stay at home, to avoid physical 
exertion, to rest.  However, without exercise, older people who are capable 
of performing certain tasks will soon lose the ability to perform them. 
 
By encouraging older adults to continue to use their bodies and minds, 
primary caregivers are helping them to regain some of their independence.  
The benefit to the care recipient is a greater sense of well-bing, self-
esteem and a feeling of taking control of some aspects of his or her life.  
The benefit to you, the primary caregiver, is a relief from some of the 
burdens of caregiving. 
 

THINGS THAT CAN BE DONE TO REDUCE DEPENDENCY 
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‘  Activity along with adequate rest periods and wholesome nutrition, 

should be encouraged. 
‘  Gentle exercise should be encouraged.  This may take the form of 

physical therapy ordered by a doctor or an exercise program.  An 
exercise program may include range of motion, stretching and 
isometric exercises.  Performing these exercises with the older 
person can make it more fun and beneficial for both you and your 
loved one, as well as helps you know they are being done.  (See 
“ Range of Motions”  exercises earlier in this Section on page 111). 

‘  The older person should be given some household chores to 
perform, if he or she is capable. 

‘  Unnecessary assistance should be reduced.  Primary caregivers, 
other family members and volunteers should encourage care 
recipients to do as much on their own as possible.  For example, 
your care recipient should: 

 �   Walk into the dining room for meals, if possible. 
 �   Try to take a bath in a properly equipped bathtub under the 

supervision of the primary caregiver rather than requesting 
others to provide sponge baths. 

�   Dress himself or herself instead of waiting to be dressed by  
 someone else. 

 
Each day is made up of several types of tasks and activities.  Your older 
loved one should be encouraged to do as many of these as possible to 
help maintain feelings of self-sufficiency, vitality and independence. 
 
They include: 
 
‘  Things that we have to do: Eating, drinking, sleeping and going to the 

bathroom. 
 
‘  Things we should do: Brushing teeth, combing hair, bathing, dressing 

and doing chores around the house. 
 
‘  Things we like and want to do: Reading a book, playing games, 

taking trips, eating at a restaurant, going to church, dancing, hiking, 
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singing, watching TV and movies and volunteering. 
 
 
 
  
ACTIVITIES TO CONSIDER 
 
Arts and Crafts 
 
Simple art projects can be stimulating to older adults, even if they 
have never worked on these before.  Projects may include 
painting with water colors; creating collages with magazine 
clippings, fabrics and other materials; nail art which involves 
pounding nails into a block of wood and then wrapping them with 
colored yarn; clay design, such as molding clay with the hands or 
imprinting various objects into the clay to create designs; and 
flower pressing, etc. 
 
Moving to Music 
 
Older people with sight problems or who are dealing with the effects of a 
stroke, Parkinson’s disease, heart disease or other medical problems, can 
benefit from slow movement to music.  Even just swaying from side to side, 
or simply moving the arms or the feet, is considered exercise.  Some 
hospitals and long term care facilities offer dance and music therapy 
classes for older adults. 
Large-Type Newspapers 
 
Having an awareness of world events helps keep older adults connected.  
Many city newspapers come in large-type editions designed for people who 
have trouble reading small type. 
 
Books on Tape 
 
Having to give up reading when they become visually impaired is one of 
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the most difficult adjustments for some older adults.  There is a wide 
variety of books on tape available through the local library. 
 
Pet Therapy 
 
Many older adults appreciate the attention and feeling they get from 
spending time with companion animals, such as dogs and cats.  Of course, 
not everyone is an animal lover; but if the care recipient enjoys spending 
time with the family’s or neighbor’s cat or dog and is not allergic to the 
animal, it is beneficial to make time for this activity. 
 
Collecting Memories 
 
For the care recipient who is fairly active and/or homebound and for those 
with dementia, reminiscing is important.  Questions that might spark 
memory-filled conversations include: What was the best time of your life?  
What is your happiest family memory?  How did you first get interested in 
bowling?  This is also a good time to ask any questions you may have 
about past family events or members. 
 
Adult Day Care 
 
For care recipients with dementia illness, check to see if there are adult 
day care programs and in-home visitor programs in your community. 
People with dementia often lose the ability to entertain themselves.  These 
programs provide stimulation and camaraderie. 
 

Financial Management 
 
A primary caregiver often must take over the responsibility for managing 
the financial affairs of the care recipient because of physical impairments, 
failing memory or because the care recipient has difficulty keeping track of 
finances and performing what used to be routine tasks - balancing the 
checkbook and paying bills on time. 
 
In order for the primary caregiver to properly take over financial 
responsibilities for the care recipient, a working knowledge and 
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understanding of the following is required: 
 
‘  How to prepare a budget, balance a checkbook and issue checks. 
 
‘  Social Security, Medicare and Medicaid benefits. 
 
‘  Income sources - retirement pension, interest from stocks and 

bonds, and/or property rents - of the care recipient. 
 
‘  Information, checks, deposit slips, checkbook registers and other 

materials from the care recipient’s bank and savings accounts - 
checking, savings, certificates of deposit and credit union. 

 
‘  Other financial assets - cash, stocks bonds, mutual funds, money 

market funds, IRA, annuities, retirement and pension plans owned by 
the care recipient. 

 
‘  Additional assets - real estate, automobiles, boats, jewelry, furs, 

collectibles, antiques owned by the care recipient. 
 
‘  Liabilities - mortgages, personal loans, credit cards. liens, notes and 

IOUs owned by the care recipient. 
 
‘  Tax records and returns, as well as current tax information of the 

care recipient. 
 
‘  Insurance - life, Medicare supplemental health, long-term care, 

dental, disability, homeowners/renter, liability and automobile policies 
and benefits of the care recipient. 

 

Legal Issues 
 
Legal issues affecting older adults have become increasingly complicated 
in recent years.  As a result, family attorneys are not always qualified to 
advise about specific issues concerning this population.  The primary 
caregiver or care recipient should consult with an attorney who practices 
the specialty of “elder law” or your county Legal Services: 
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‘  Preservation/transfer of assets. 
‘  Medicaid, Medicare, Social Security and disability claims and 

appeals. 
‘   Additional assets - real estate, automobiles, boats, jewelry, furs, 

collectibles, antiques owned by the care recipient. 
‘  Liabilities - mortgages, personal loans, credit cards, lien, notes and 

IOU’s owed by the care recipient. 
‘  Tax records and returns, as well as current tax information of the 

care recipient. 
‘  Insurance - life, Medicare supplemental health, long-term care, 

dental, disability, homeowners/renters, liability and automobile 
policies and benefits of the care recipient. 

 

ASSESSING INCOME AND EXPENDITURES 
 
To stay financially stable, the primary caregiver needs to determine how to 
spend less and maximize income by exploring sources of financial help.  
The primary caregiver may qualify for dependent-care tax exemptions or 
credits. 
 
Following are some questions and considerations that may help the 
primary caregiver manage money more successfully. 
 
‘  Have all possible benefits programs been explored?  The care 

recipient may be eligible for survivor benefits, retirement benefits, 
pharmaceutical product coverage under state programs* for older 
adults within a certain limited income bracket, disability or veterans’ 
benefits, or Supplemental Security Income. 

‘  Is there help available for subsidizing bills?  Utility companies, such 
as gas and electric suppliers often have programs for helping people 
who cannot make a payment.  There is also the Minnesota Energy 
Assistance Program that assists low income people in paying their 
bills.  Some charities also assist those in need. 

‘  Are bills being spread evenly over the year?  Smaller monthly bills 
are often easier to handle than big quarterly ones. 

‘  Can others in the family contribute?  There may be adult children 
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who might be willing to help pay rent or handle other expenses. 
 
Please note that the information in the “Legal Issues” section is general 
and is not a complete list of legal matters that persons with Alzheimer’s 
disease or other forms of dementia or their families may face.  It is 
important for you or your care recipient to contact an elder law attorney in 
the local area for more information.  Minnesota’s Legal Assistance 
Program provides free legal help for adults aged 60 and over.  For more 
information, please call the Senior LinkAge Line® number listed above.  
 
The information in this “ Legal Issues”  section is not legal advice and 
does not create an attorney-client relationship or replace the advice 
of an attorney. 
 
Sometimes the primary caregiver is caring for an older person who is 
recovering from surgery or an illness.  This caregiving situation may be 
temporary, but extended over a period of time, such as several months or 
more.  In these cases, it is easier for the primary caregiver to manage the 
financial and legal affairs of the care recipient if the primary caregiver is 
given “power of attorney.”   
 
A power of attorney is a legal document in which an individual gives 
another person the authority to act on his or her behalf in specified types of 
transactions.  It terminates if the individual dies or becomes incapacitated 
or incompetent.  This legal document should be prepared by a lawyer. 
 
Having a power of attorney is similar to having permission to act as a 
surrogate, or a substitute, for your loved one in handling his or her affairs.  
It does not strip your care recipient of legal powers.  It simply allows 
someone else to handle specific responsibilities on behalf of him or. 
 
When your ailing loved one is chronically ill and likely to become 
increasingly incapacitated over time, it is best for him or her to give a 
durable power of attorney to you, the primary caregiver.  This will enable 
you to manage the responsibility of the personal, legal and financial affairs 
of your care recipient.  This legal document also should be prepared by a 
lawyer. 
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A durable power of attorney is a legal document in which an individual 
gives another person the authority to act on his or her behalf in specified 
types of transactions.  It remains valid and enforceable even when the 
individual granting the durable power of attorney becomes incompetent or 
incapacitated.  Unless revoked for some other reason, it is in effect as long 
as the individual granting the durable power of attorney is alive.  Powers 
may include final decisions, and may be general (giving full decision-
making authority, or specific such as: such as purchasing, managing and 
selling properties, making gifts, managing bank accounts and handling 
insurance and medical decisions on behalf of the individual. 
 
Power of attorney documents should: 
 
‘  Be prepared by a lawyer. 
 
‘  Name the attorney-in-fact (that is, the person who will have power of 

attorney) and a backup person. 
 
‘  Include a list of duties and powers granted. 
 
‘  Include an explanation of when, for how long and under what 

circumstances the power is valid. 
 
‘  Include the proper signatures, depending on the requirements of the 

state. 
 
If the older person has assets in more than one state, a durable power of 
attorney needs to be prepared for each state. 
 
If the care recipient can no longer make his or her own decisions and a 
durable power of attorney is not in place, a court will determine whether the 
care recipient is competent or incompetent and will appoint a guardian, if 
necessary. 
 
The guardian appointed by the court, may be a relative, friend, hired 
professional, or even a court, state or county agency.  The guardian will be 
the individual authorized to make decisions about living arrangements, 
financial matters, medical care and related matters. 
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While your loved one is still competent, it also is a good idea for him orher 
to work with a lawyer to prepare an advanced medical directive or living 
will, so that you, the primary caregiver, other family members and all health 
care providers will know how he or she wants medical procedures and 
decisions handled before a crisis occurs. 
 
An advanced medical directive or living will is a legal document that 
puts in writing an individual’s instructions about his or her future medical 
care.  The advanced medical directive is designed to help guide medical 
professionals, family members and friends in handling medical decisions 
when the individual no longer is able to make such decisions.  Minnesota 
has combined it’s health care directive and living will into one easy to fill 
out form.  You will find a copy of this form at xxx. 
 
Advanced medical directives must be completed and signed by the older 
person while he or she is still competent. 
 
WILLS AND LETTERS OF INSTRUCTION 
 
When a primary caregiver has the responsibility for 1)caring for a 
chronically older person and 2) managing his or her personal, legal and 
financial affairs, the primary caregiver needs to know the location and 
details of the older person’s will or letter of instruction. 
A will is a document that describes a person’s assets, property and 
belongings and explains how they are to be distributed in the event of the 
person’s death. 
 
A letter of instruction is an informal, non-binding document that explains 
any personal matters not covered in a will.  A letter of instruction might 
include a person’s wishes about how to distribute furniture, art and jewelry; 
funeral and burial instructions; the location of important documents and the 
names and phone number of accountants, attorneys, brokers and other 
advisors; an inventory and appraisal of personal belongings; tax 
information; special instructions about the older person’s house;; and 
personal wishes and messages to members of the family. 
 
FINDING DOCUMENTS AND INFORMATION 
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It is easier for the primary caregiver to handle the required responsibilities 
for the personal, legal and financial affairs of the care recipient when these 
documents are completed and executed properly. 
 
In addition, there is a need for all kinds of information you should have 
about older loved one.  A comprehensive “personal information form” is a 
way to organize all of the information you could possibly need about him or 
her.  These forms can be filled out at any stage of life and updated over 
time. 
 
Part of this personal information form includes a “document locator list,” 
prepared with the help of the care recipient, that includes information on all 
important documents and letters of instruction, where they are located and 
what person or institution should be contacted to obtain them. 
 
A sample personal information form/document locator list can be found in 
Section XX: “Appendices,” on page xxx. 
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Section 6 
 
 
 
 
 
 
 
 
 
 
 
 

Dealing With Relationships 
and Losses  
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Preparing For the End of the Relationship When Your 
Loved One is Dying 
 
When people die suddenly from accidents or are stricken by a heart attack 
or stroke, often there is no time to prepare for death.  But when people are 
terminally ill, there usually is time to prepare. 
 
At this time, people often draw upon their religious and ethnic beliefs, as 
well as their cultural and individual backgrounds, for understanding, 
perspective, comfort and strength. 
 
One’s understanding and preparation for death also depends upon one’s 
age.  Middle-aged people often view their impending death as an ending of 
family and career responsibilities with the primary concern being the 
welfare of loved ones being left behind.  Adults in their 70s or 80s may be 
more accepting of death as a natural part of life, but they still need help to 
live as long and as fully as possible. 
 
Individual reactions to impending death also may vary over time.  It helps 
to be aware of the stages of reactions to death and dying as described by 
Dr. Elisabeth Kubler-Ross, who made a lifelong study of these issues (On 
Death and Dying, New York: Macmillan Publishing Co., 1969 and 1970). 
 

KUBLER-ROSS: FIVE REACTIONS TO TERMINAL ILLNESS 
 
EMOTIONAL REACTION CHARACTERIZED BY: 
 
i  Denial and Isolation:  Avoiding all discussion about the illness.  

Discussion focused instead on the future, as if the illness doesn’t 
exist. 

 
i  Anger about reality:  Expressing anger when the reality of the 

illness is recognized and no longer can be avoided; posing the 
questions: “Why me?  What have I done to deserve this?” 

 
i  Bargaining:  Making promises to a higher power to change one’s life 

or do special good works in the exchange for a cure or a longer life. 
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i  Depression: Becoming too weakened by the illness and/or feeling a 

deep sadness about the inability to perform simple tasks or function 
in the way to which one has been accustomed. 

 
i  Acceptance: If time permits, preparing for death from a religious, 

philosophical, social or emotional standpoint - almost becoming 
detached from the terminal illness. 

 
Dying people and their family members may follow these stages in 
sequence or, more frequently, they may revert back and forth between 
stages.   
 
 

The Nursing Home, Private Residence and Hospice 
Options 
 
A hospital will not continue to care for a dying older person when his or her 
physician agrees that no further medical treatment is warranted, other than 
pain management.  If the dying older person is functional and self-
sufficient, he or she may choose to return home with hospice or home 
health service support.  Otherwise, the dying person and family members 
must decide on and make other arrangements. 
 
The choices usually are for the dying person to be moved to a nursing 
home, skilled nursing and rehabilitation center, hospice center or to the 
home of someone willing to accept the role of primary caregiver until the 
person dies.  Home health services and hospice can be arranged to be 
provided on site. 
 
Before your dying loved one is released from the hospital, there are certain 
actions steps that are necessary for making post-hospital arrangements 
and plans before death.  These action steps follow. 
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RECOMMENDED ACTION STEPS BEFORE A DYING  
PERSON IS DISCHARGED FROM THE HOSPITAL 

 
i  A care plan should be developed by the attending physician, or 

registered nurse, including the identification of any professional or 
supportive home care services, medical equipment and medication 
needed by the dying patient at home and/or under hospice care. 

i  Pain control should be arranged through the care plan, with the help 
of the attending physician and nurse. 

i  Hospital physicians, nurses, social workers and other support staff 
should make all arrangements for additional assistance in advance 
with experts at a home health agency, the local hospice, the selected 
spiritual institution, nursing home or nursing and rehabilitation center. 

i  Health insurance coverage - Medicare, Medicaid or private - should 
be checked to determine what reimbursements are possible for each 
mode of care being considered for the care recipient and what 
qualifications and procedures may be required.  Many state or county 
respite care assistance programs provides service for the care 
recipient.  Medicare, Medicaid or private insurance may cover these 
programs.  There are programs around Minnesota that provide 
respite and other services free of charge.  To find out what programs 
are in your area, call the Senior LinkAge Line® at 1-800-333-2433. 

i  The hospice center or nursing facility should be informed about the 
equipment and medications needed or arrange to obtain the 
medications at a local pharmacy and to rent any medical equipment 
needed and have it delivered to the selected care site. 

i  The care recipient, while still mentally competent, should fill out 
Minnesota’s Health Care Directive/Living Will.  A copy of the form 
is located at xxxxx. This directive declares the choices of the care 
recipient regarding the use of life-sustaining and pain control 
treatments, should he or she be unable to express these choices 
later.  This helps prevent unwelcome intervention from others, such 
as well-meaning relatives, emergency medical services or 
representatives of Adult Protective Services. 

i  Several copies of the signed Health Care Directive should be made.  
The original and copies should be brought to the hospital.  The 
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original should be shown to the attending physician and nurse.  
Copies should be given to them and attached to the care recipient’s 
medical chart.  The care recipient’s primary physician and all other 
health care providers (i.e., hospice personnel) should also be shown 
the directive.   

i  If the care recipient desires, a signed “ Do Not Resuscitate”  (DNR) 
order should be obtained by the attending physician.  Minnesota law 
also allows a care recipient to request a “ Do Not Intubate”  order.  
This states that the care recipient does not want to be placed on a 
Ventilator/Respirator (breathing machine). If so requested, a signed 
copy of this order should also be obtained by the attending physician. 

i  Relatives, friends and neighbors should be recruited to help prepare 
food, do laundry, shop for groceries and other needed items, provide 
respite care, run errands and visit the care recipient and primary 
caregiver, if the care recipient is released to someone’s home. 

i  A list should be prepared in order of priority of people to call when 
the loved one dies. 

i  Preliminary contact should be made with the preferred funeral home 
to plan transportation of the body and provide the physician’s name 
to facilitate preparation of the death certificate when the time comes. 
The care recipient should also discuss his or her desires regarding 
funeral/memorial services.  This information should also be attached 
to the Health Care Directive. 

i  The possibility of an autopsy should be discussed, if appropriate. 
 

HOSPICE CARE 
 
The hospice movement is committed to bringing dignity and comfort to the 
terminally ill, no matter what the setting.  In a hospital, special care facility 
or at home, hospice can be arranged to provide a special kind of care - 
physical, mental, emotional and spiritual comfort as one comes closer to 
death. 
 
Hospice, the philosophy and practice of caring for the dying, is based on 
the belief that death is a natural and inevitable part of life.  At some point 
after a long battle with illness, the focus should be on enhancing the quality 
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of those last months, weeks or days before death. 
 
There are more than 2,200 hospice organizations across the country.  
Most offer home care services and respite care.  Hospice organizations 
usually provide a physician, medical director, nurses, home health aides. 
social workers, counselors, nutritionists, speech and physical therapists, 
clergy and volunteers, all of whom work together as a team to serve the 
needs of the person who is dying and the family. 
Staff members are usually available 24 hours a day and 7 days a week to 
answer questions or to make personal visits if there is a necessity. 
 
Some hospices operate residential centers where patients can receive 
care for short periods or stay longer if home care is not an option.  Others 
can make arrangements for respite care for the primary caregiver by 
moving a patient temporarily into a nursing home.  Hospices have 
contracts with hospitals where patients can be transferred if they need 
more extensive medical care to control symptoms or pain in the final 
stages of dying. 
 
With the help of hospice, a person who is close to death is removed from 
the fast pace and institution-like setting of a hospital or a free-standing 
hospice center to die more comfortably and peacefully. 
 
Hospice nurses and doctors do not try to cure or rehabilitate.  On the other 
hand, they do not do anything that will hasten the natural progression to 
death.  In general, they focus on supportive comfort care, aimed at 
relieving pain, nausea, dizziness and constipation. 
 
Hospice care may include aggressive medical procedures to ease pain, 
such as radiating a tumor to ease pressure on a nerve, or treat some 
secondary illness. 
 
Hospice nurses who often work with a patient’s primary physician or 
hospice doctor are extraordinarily adept at managing pain without causing 
unnecessary grogginess.  Under hospice, care recipients generally do not 
suffer severe pain, except in rare circumstances. 
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Just as important as the physical care is the social, psychological and 
spiritual support the hospice staff provides to both the older person who is 
dying and the family. 
 
Nurses, aides and social workers are trained to: 
 
i  Guide families through the daily regime. 
 
i  Discuss the process of dying, grief and other emotional and practical 

issues with family members and the care recipient. 
 
i  Help resolve conflicts. 
 
i  Offer financial information, pastoral support and bereavement 

counseling. 
 
i  Assist in planning a funeral, in some cases. 
 
Almost all hospice services - from companions, to nurses, to medical 
equipment - are covered by Medicare as long as the agency is certified. 
 
HOSPICE VOLUNTEERS 
 
In addition to the team of specially trained professionals, many hospice 
programs use the services of qualified volunteers.  Some community 
organizations provide training courses designed especially to prepare 
individuals as hospice volunteers.  Hospice volunteers may be trained to 
assist care recipients with personal care needs such as feeding, mobility 
assistance, bathing and dressing; or to be sensitive and active listeners. 
 
Sometimes a volunteer may receive special training in bereavement 
issues.  After this training, a volunteer may support family members 
through the bereavement period by attending services and helping to make 
follow-up calls to the survivors. 
 
Hospice volunteers are prepared to provide comfort and companionship to 
the older person who is dying, as well as respite time and support for the 
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family. 
 

Provide Volunteer Support for a Terminally Ill Older 
Person 
 
Volunteer support caregivers may provide assistance both to the dying 
older person, as he or she grows weaker, and to the primary caregiver who 
may become less functional because of emotions he or she feels about the 
impending death of the care recipient. 
 

Provide Compassion 
 
Sensitive listening and providing the warm touch of a hand in 
acknowledgment of how a person feels may be the most important ways in 
which a volunteer can provide support.  These are especially important 
when witnessing the moments when the care recipient and the primary 
caregiver discuss their lives, reminisce about the past or share their 
sadness about the limited time left. 
 
 

Interpret to the Family 
 
Depending on the quality of the relationship between the volunteer and the 
care recipient, the volunteer may be better able to interpret the care 
recipient’s feelings about death to other family members.  Sometimes it is 
easier for a dying person to express feelings to a volunteer or health care 
provider than to family members, because the volunteer/health care 
provider is less personally involved in the ongoing family dynamics. 
 

Maintain Dignity and Provide Comfort 
 
Although this situation is changing, chronically ill older adults still often die 
in a hospital or institutional setting, such as a nursing home, rather than at 
home.  In the final days at a health care institution, the dying person can be 
surrounded by state-of-the-art medical equipment, the best doctors and 
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nurses and prescribed first-line medication - everything necessary to 
protect and sustain life.  However, these may not be enough to protect the 
dignity of and provide comfort to the person who is dying. 
 
Dignity and comfort may be the most important qualities of life an older 
person who is dying wants to maintain. 
 
An important objective of the hospice, volunteer or primary caregiver 
should be to make the older person feel as comfortable as possible by 
creating a familiar, pleasing and relaxing environment. 
 

HOW TO CREATE BEDSIDE COMFORT FOR A DYING 
PERSON 

 
An older care recipient’s level of personal comfort can be enhanced by: 
 
i  Bringing in cherished objects and placing them closer to the bed. 
 
i  Asking family members to bring in favorite items, such as: 
– family photographs 
– audio tapes or CDs 
– books 
– jewelry memorabilia 
– significant religious/spiritual articles. 
–  
i  Reading requested articles, stories, books or correspondence aloud. 
 
i  Playing favorite music. 
 
i  Making an audio-visual tape with the care recipient and other family 

members in order to share final thoughts and feelings. 
 
i  Putting personal care and hygiene items closer with reach, such as: 
 
– A bedside commode for easier toileting 
– Drinking water or juice to quench thirst 
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– Sponge swabs and ice chips to keep the tongue and mouth moist 
– A soothing lotion to keep skin moist and soft 
– A hairbrush, comb and mirror for personal grooming 
– A favorite robe, nightgown, pair of pajamas and slippers for comfort 

and warmth. 
 

Discussing Death With Children 
 
Children can ask tough questions.  Often, these questions can be 
challenging when they are about difficult topics, such as death and dying.  
Adults being asked these questions may be uncomfortable responding.  
Following certain guidelines established by professional counselors should 
help the process and discussion flow more comfortable. 
 
GUIDELINES FOR DISCUSSING DEATH AND DYING WITH 
CHILDREN 
  
i  Family members who have accepted their own feelings and attitudes 

about death will find it easier to discuss death with children. 
 
i  Death and dying should be discussed with children before the death 

of a close relative or friend occurs. 
 
i  Euphemisms for death, such as “Grandpa is going on a “long trip’,” or 

” Grandma has ‘gone to sleep’,” should be avoided.  Otherwise, 
some children may then fear traveling or going to sleep because they 
may take these words literally. 

 
i  Death should not be linked to age or illness in a discussion with 

children.  This may cause some children to be afraid of older persons 
or of growing older, or to develop generalized fear of being ill. 

 
i  A professional counselor should be consulted if children exhibit 

behavior changes, such as bouts of anger, sadness or disruptive 
outbursts. 
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i  Teachers and parents of playmates should be alerted about the loss 
a child is experiencing to help them understand any behavior 
changes observed. 

 
i  Children should be encouraged to express emotions using play art, 

such as drawing, painting or poetry. 
 
i  The risks of exposing a child to a traumatic situation should be 

considered before the child is taken to visit the dying relative or friend 
or to attend the funeral or memorial services after death. 

 
i  The child’s specific questions should be answered.  The child should 

be given the chance to express feelings of loss. 
 

Near Death Changes in the Care Recipient 
 
As an older care recipient gets closer to death, he or she will experience 
some physiological changes that will signal death is near. 
 

NEAR DEATH CHANGES 
 

Following are some of the physiological changes that may be observed 
when an older person is near death: 
 
i  The person’s breathing may become more difficult and labored. 
 
i  The person may experience bowel and/or bladder incontinence. 
 
i  The person may stop eating or drinking. 
 
i  The person will be sleeping much more frequently. 
 
n The person may experience signs of poor blood circulation, such as 

cool arms and legs. 
 
i  The person may have extreme perspiration, twitching muscles and 
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unblinking eyes. 
 
i  The person may slip into deep sleep or a comatose state right before 

death. 
 

The Importance of Visiting an Older Person Who Is 
Near Death 
 
It is important for the primary caregiver, other family members, the 
volunteer support person, if you have one, and close friends of the dying 
older adult to visit and talk to the older person, despite the seeming lack of 
reaction to voices and other sounds.  It is generally believed that a person 
in a deep sleep or coma before death can hear and may be aware of who 
is speaking and what is being said. 
 
Visitors should say what is on their minds.  This might be the last chance to 
talk to the person who is dying about whatever is important to be said 
before the death.  This is the time for the visitor to take care of any 
“unfinished business” about the relationship with the person who is dying.  
Although difficult, these visits can be some of the most memorable and  
special moments spent with the dying person. 
 
In addition, it’s important to have someone near who can monitor 
symptoms of discomfort so that they may be alleviated if possible.  For 
instance, if the dying person seems to have difficulty breathing, adding an 
extra pillow to raise the head might make the person more comfortable.  
Swabbing the person’s lips, tongue and mouth with a cool, damp sponge 
swab will help keep them moist. 
 
Moaning or signs of agitation may indicate that the dying person is 
experiencing pain.  This can and should be relieved immediately.  The 
attending physician or nurse should be alerted to provide medication to 
control pain. 
 
Often, the greatest gifts for the person who is dying from those who care 
are compassion, concern, love, comfort, touch and a physical presence 
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during those last days or hours so the person knows that he or she is not 
alone.   
 

When Death Occurs 
 
When the death of an older person occurs, it usually is a difficult and 
emotional time for those who are present.  This is a time when it may be 
very helpful to have the support and help of a volunteer who can be with 
you.  You may ask the volunteer to do some or all of the necessary tasks 
that follow a death, thereby freeing yourself and other family/friends who 
are present time to mourn.   
 
If the death occurs in the home, the attending physician, nurse or hospice 
organization will have to be notified about the time of death and to arrange 
an onsite examination to confirm the death for official records.  If the loved 
one was a hospice patient, the caregivers will be advised to call them 
directly.  A nurse will respond and make the notification of death to the 
appropriate authorities.  He or she will also prepare the body for transport 
to the funeral home so that the departed love one goes clean and clothed.  
Another necessary task is notifying other family and friends.   
 
THE DEATH CERTIFICATE 
 
After a physician or nurse has officially confirmed the death, a death 
certificate must be completed and is usually signed by the attending 
physician and filed with the local health office.  If a physician is not 
available, the funeral home director can arrange for a death certificate to 
be signed by a medical examiner or coroner.  Copies of the death 
certificate will be needed and may be obtained from the local health 
department or coroner’s office, by the family attorney or the person 
responsible for handling all funeral arrangements and executing the will, 
contacting insurance companies, meeting state requirements for disposing 
of the deceased’s property and paying estate taxes. 
 

Grief and the Aftermath 
 



Guide to Car egiving 
 

Tips, Techniques and Points to Ponder   

Every year more than 11 million adults lose a parent.  It is the single most 
common cause for bereavement in the U.S.  Survey results published in 
the U.S. News and World Report in 1997 reported that the death of a 
spouse is considered to be the most stressful life event. 
 
As common as bereavement is among adults who lose close family 
members or friends, it still is a lonely personal experience.  Adults often are 
judgmental about their own feelings of grief.  This makes it more difficult for 
some adults to discuss their grief with others. 
 
 
EACH GRIEF EXPERIENCE IS UNIQUE 
 
Those who have shared their experiences and feelings of grief after the 
loss of a loved one many understand better than others how unique the 
grief experience is for each person.  Nobody can know exactly how the 
grieving person is feeling.  One family member may express grief 
differently than another.  There is not a hard and fast rule about when grief 
begins.  And some say that grief about the death of a loved one never 
really ends.  It just gets easier to cope with over time. 
 
Each of us has the right to mourn in his or her own way.  Grief has no 
formula.  Others should not try to impart a formula or any other limits on a 
grieving person. 
 
As an older person’s condition gets progressively worse, the primary 
caregiver, close family members and friends will begin the grieving process 
long before the older person dies. 
 
This is particularly true when the illness creates changes in the older 
person’s personality, memory, mental capacity and general vitality.  These 
deteriorations may change the older person so much that the primary 
caregiver, family members and friends can no longer relate to the older 
person as he or she was before the changes occurred.  Everyone in the 
older person’s social network becomes aware, over time, that the older 
person is getting closer to death. 
 



Guide to Car egiving 
 

Tips, Techniques and Points to Ponder   

With this awareness comes the grief of “losing” the older person as he or 
she once was, and the hopes, dreams and plans for the future to the 
illness or condition.   
 
As personal as the grieving process is, it is generally accepted that there 
are three stages of grieving: Denial, Disorganization and Survival.  
Memories, milestones, anniversaries of the death and familiar locations 
each may cause a person to shift from one stage to another.  Sometimes 
the stages can overlap until emotional healing occurs. 
 
It is important for you, the primary caregiver, to recognize the stages of 
grieving and understand what impact grieving may have on the attitudes 
and behaviors of you, your dying loved one and other family members and 
friends. 
 

THE STAGES OF GRIEF 
 
Following are some examples of behavioral symptoms associated with the 
three stages of grief and what can be done to help during these stages. 
 
DENIAL 
i  The older person is willing to discuss only topics related to plans for 

the future, instead of getting personal affairs in order, such as 
preparing or updating a will or providing health care directives or a 
“living” will. 

i  The primary caregiver and close family members refuse to accept the 
impending death of the older person. 

i  After the death occurs, surviving family members and friends have 
difficulty accepting that the person has died and continue to discuss 
the deceased in the present tense, as if he or she is still alive. 

What to Do: 
i  Before the death, encourage the older person to discuss what his or 

her wishes are for an advance health care directive, “living will,” and 
any other final documents or plans with family members or an 
attorney. 

i  After the death, encourage family members and friends (as well as 
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yourself) to describe memories of experiences with the deceased. 
i  After the death, encourage family members, friends and yourself to 

express feelings about the loss and share those feelings with each 
other.  It is important to let them know that by sharing their feelings in 
a safe and supportive environment, the pain of their grief may be 
reduced and feelings of familial love and support may emerge. 

 
DISORGANIZATION 
i  The primary caregiver and other close family members may become 

disoriented and disorganized in their own lives as the older person 
gets closer to death. 

i  After death, the primary caregiver and other close family members 
may lose a sense of daily dates and times and ignore personal and 
work obligations.  It is as if everything else, except the death of the 
older person, has been put “on hold.” 

i  Close family members may experience feelings of anger, guilt, 
helplessness and confusion about what to do and where to go next. 

What to Do: 
i  Suggest steps for the grief ridden family and friends to take toward 

getting back control of their daily lives, such as paying attention to 
personal hygiene, laundry and regular times for meals and sleep. 

i  Encourage family members to engage in enjoyable activities again, 
such as in reading a good book, seeing a movie with another family 
member or taking children or grandchildren to the zoo. 

i  It might be useful for family members to participate in a local 
bereavement group.  

SURVIVAL 
i  Over time, the intensity of the pain of grieving diminishes, as the 

survivors focus more on the routines of living and on plans for the 
future. 

i  Mourning may continue for a year or more with feelings of sadness 
from time to time.  With survival comes the ability to remember 
cherished moments with the deceased in a positive light without 
being overcome with grief. 

What to Do: 
n Continue to get together with other family members and friends. 
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Continue encouraging them (and yourself) to share their feelings, 
describe positive memories of the deceased and discuss new 
developments in their and your own lives and how far each of you 
have come in the healing process. 

i  It may also be helpful for you (and other family members) to consider 
getting involved in community-based volunteer programs that provide  
assistance to others.  

 

Coping with Grief 
 
The feelings of grief are emotional, not logical.  Coping with grief is a 
different experience for each person.  Some may try to avoid grief by 
staying very busy and not having time to think about the loss.  Suppressing  
grief does not make it go away. 
 
Grieving family and friends need support from others who will listen.  It is 
not necessary to offer them helpful advice or have answers.  By just 
listening and showing empathy, others will be providing the kind of help 
that people who are grieving need most. 
 
CRYING 
 
Family members and friends should be encouraged to express their 
emotions.  Crying is a natural “relief valve” for those who are feeling 
intense grief.  This is true for both men and women. 
 
Anyone mourning who feels like crying should be encouraged to do so.  A 
volunteer may be helpful at these times by showing acceptance of these 
emotions and compassion by offering hugs or just gently putting an arm 
around those who are crying. 
 
GUILT 
 
Grieving sometimes brings a sense of guilt for those surviving the loss of a 
close family member or friend.  A spouse may express guilt for still being 
alive.  A primary caregiver may have feelings of guilt for not having “done 
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enough.”  When these feelings are being expressed, it is important to listen 
and remind those grieving that survival is a natural part of life and that they 
did all they had the power to do. 
 
RELIEF 
 
Primary caregivers, other family members and friends may express relief 
when the older person dies after suffering from a long, painful or 
debilitating illness, such as cancer or Alzheimer’s disease.  Relief comes 
from knowing that the older person is finally at peace and from an 
awareness that the burden of caregiving responsibilities is now over.  You, 
as the primary caregiver, need to remind yourself that feelings of relief are 
natural, appropriate and right, not wrong.  For the primary caregiver, relief 
can be one of the first steps on the path toward healing and moving 
forward with life beyond caregiving, 
 

Workplace Issues 
 
Millions of workers experience the death of a close family member or friend 
each year, yet the standard bereavement leave permitted by employers is 
only three days. 
 
Employees who are denied an adequate grieving period are less 
productive when they return to work.  Often, their recovery periods are 
longer and their grief is complicated by pressures at work. 
 
Despite corporate policy limitations, some workplace cultures are more 
flexible than others.  Some companies offer counseling services for 
employees experiencing stressful events, such as the death or impending 
death of a parent or spouse.  Sometimes, a counselor can intercede with 
management on behalf of an employee.  The counselor might suggest to 
the supervisor that more flexible work expectations be set and 
arrangements made for the grieving employee. 
 
However, managers may not realize that employees can be seriously 
affected by grief for a year or more following death.  Or, a worker who 
seeks to bury grief by overworking and seems to be superficially affected 
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by the personal loss might mislead a manager into thinking that everything 
is okay, when it is not.  Grief cannot be buried forever.  It resurfaces and 
forces the employee to deal with it.  Delayed grief can be more intense and 
destructive when it finally does come to the surface. 
 
Employees are strongly encouraged to share the difficulties they are 
having with their supervisors or department heads. 
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Template for Local Listings of Community  
Organizations and Support Services 
 
PURPOSE: This Template is a convenient form for organizing information 
about local community organizations and agencies that provide key 
support services for older adults.  Community organization staff and 
volunteers can use this template as a quick reference guide to information 
about other local services, so when you, the caregiver, have additional 
needs, an appropriate referral can be made. 
 
When completed, the information on the Template can be used to guide 
you and your loved one when you need additional support and services 
and don’t know where to turn. 
 
HOW TO USE: There are several ways to complete this Template.  You 
can ask someone to help you - perhaps another family member, friend, 
someone in your support group or a volunteer, if either of these last two 
apply.  You can look up the information in your local phone book.  You can 
call the National Association of Area Agencies on Aging (NAAAA) hotline 
number: 1 (800) 677-1116.  This organization runs the “Eldercare Locator” 
service that provides referrals to various types of local organizations that 
provide support services to older adults.  This service is open weekdays 
from 9:00 a.m. to 11:00 p.m.  By calling this hotline number, you can obtain 
a number of the local listings of support services identified on this 
Template.  Many local Area Agencies on Aging also have a liaison with 
local libraries, which can be valuable sources for the types of listings 
identified on this Template.  You can also ask the person who gave you 
this manual to help you fill it out. 
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ADULT DAY 
A Community-based group program designed to meet the needs of 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
 
ALZHEIMER’S DISEASE 
A progressive dementing illness that can present challenging symptoms 
and difficult situations for primary caregivers.  Many communities have 
support groups to help caregivers cope with the ongoing demands of 
caring for someone with this debilitation disease. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
 
AREA AGENCIES ON AGING (AAA) 
Local components of the aging network authorized by Congress under the 
Older Americans Act.  There are 661 AAAs nationwide.  The mission of the 
AAAs is to help older Americans remain in their communities with 
maximum dignity and independence for as long as possible.  Services vary 
according to the area. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
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CARE MANAGEMENT 
A process of assessing an individual’s social, psychological and physical 
health to determine the individual’s level of functional ability and to 
recommend the requisite support services needed. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
 
FINANCIAL SERVICES 
May include information and referral services, financial assistance 
programs and help with managing personal finances. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
HOME CARE 
Includes a wide range of services, such as chore services, health care 
services, homemaker support and home health aide services. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
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HOSPITAL SERVICES AND PROGRAMS 
Provide emergency services and inpatient and outpatient care and may 
include health care instruction and seminars.  Local hospital social work 
services can link caregivers to hospice care programs, in-home care 
services and companies that provide emergency alert systems. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
 
LEGAL SERVICES 
Includes a variety of services, such as, legal assistance, such as preparing 
wills, powers of attorney, health care directives, and other legal documents 
and advice.  They will also provide referrals to private attorneys 
specializing in elder law. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
 
MEDICARE 
A federally funded health insurance program for people age 65 and over 
and for person eligible for Social Security disability payments; available to 
eligible persons without regard to income. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
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MEDICAID 
A federally funded, state-operated and administered program that provides 
medical benefits for certain low-income persons; eligibility and benefits are 
determined by each state. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
 
MENTAL HEALTH SERVICES 
Provides diagnosis and treatment of emotional and mental conditions, 
including depression, which may affect older adults. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
 
NUTRITION PROGRAMS 
Includes congregate meal programs (provide hot meals served in 
community settings, such as senior centers) and Meals-on-Wheels 
programs (provided home-delivered meals). 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
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RESPITE CARE 
Short-term care provided by non-family members, either in or out of the 
home, to relieve primary caregivers and their families from their ongoing 
caregiving responsibilities. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
 
SENIOR CENTERS 
Provides a variety of activities, including health and social services, adult 
educational programs and hot meals in a social environment.  There are 
more than 12,000 senior centers nationwide. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
 
SUPPORT GROUPS 
Self-help groups were common experiences, practical solutions and 
emotional support are share among caregivers. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
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TRANSPORTATION SERVICE 
Provides rides, via public transportation or personal vehicles operated by 
volunteers, to someone unable to drive because of physical or financial 
limitations. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
 
 
VOLUNTEER SERVICES 
To help older persons remain independent.  Programs may include chore 
services, friendly visiting and other supportive services. 

Local Organization/Agency: 
Address: 
 
Phone: 
Services: 
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Health Care Information 
 
Your Name and Address: 
 
Your Primary Doctor: 
Primary Doctor’s Phone Number: 
Other Doctor: 
Other Doctor’s Phone Number: 
Your Pharmacy: 
Your Pharmacy’s Phone Number: 
Your Health Problems: 
 
 
 
Your Drug Allergies: 
 
 
 
 
Write down the name of each medication your care recipient is 
taking; the reason for taking it, how to take it and the form (tablet, 
capsule, liquid), color and shape of the medication.  In the last 
column write down side effects and any special instructions 
discussed with your doctor or pharmacist.  List all prescription 
medications and all over-the-counter medicines, including 
vitamins or other nutritional supplements, pain relievers, antacids, 
laxatives and herbal remedies.  Add new medicines when you 
start taking them.  Carry this list with you and show it to the 
doctors each time you take your loved one to a medical 
appointment.  Also, bring this form with you to the pharmacy when 
you are having prescriptions filled. You may want to make copies 
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of this blank for so you can use it again. 
 

 
 

Name of 
Medication 

 
Purpose 

or 
Reason 
Taken 

 
 
 

Dose 

 
 

Time(s) 
of Day 

 
Form, 
color 
and 

shape 

Side 
Effects or 

Special 
Instruction 
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Medication Schedule Table 

MEDICATION SCHEDULE 
The following medication schedule table can be used to help a 
primary caregiver, care recipient, family member and/or 
volunteer support caregiver keep track of when medications 
should be taken.  Fill in the name of each drug and the dosage 
to be taken. 
                             Sun.                Mon.                Tues.               Weds.             Thurs.            Fri.       Sat. 

 
 
Morning 
 
 
 
 

       

 
 
Afternoon 
 
 

       

 
 
Evening 
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MEDICATION SCHEDULE 
The following medication schedule table can be used to help a 
primary caregiver, care recipient, family member and/or 
volunteer support caregiver keep track of when medications 
should be taken.  Fill in the name of each drug and the dosage 
to be taken. 
                             Sun.                Mon.                Tues.               Weds.             Thurs.            Fri.       Sat. 

 
 
 
Bedtime 
 
 

 
 
 
 
 
 

      

 
Personal Information Form/Document Locator List 
 
PURPOSE: To help find and organize important and necessary information 
for an older person who is being cared for by others.  Many of these 
documents may be found in the older person’s home or safe deposit box.  
In some cases other family members, close friends or additional outside 
sources may have to be contacted in order to obtain complete information. 
  
HOW TO USE: 
1.  Begin by collecting and organizing information that is easily found.  
Complete this form as additional information is located. 
2.  Complete all missing information by contacting additional close family 
members and friends, government record offices, banks, creditors, etc. 
3.  Keep this form and copies of records in an accessible location and 
update it regularly. 
4.  Provide an updated copy of this form to the relative or friend designated 
to be responsible if you become disabled or must be away for a period of 
time. 
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PERSONAL 
 
Birth Certificate/Marriage Certificate 
Location 
Location 
 
Social Security Number/Card 
S.S. Number 
Location 
 
Citizenship Papers (Divorce/Separation Papers, if appropriate) 
Location 
Location 
 
Passport 
Number 
Expiration Date 
Location 
 
Driver’s License 
Number 
Expiration Date 
Location 
 
Military Records of Services and Discharges 
Serial Number 
Location 
 
MEDICAL 
 
Primary Care Physician 
Doctor’s Name 
Phone: Fax: 
Address 
General Practice of Specialty 
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Other Physician Specialists 
Doctor’s Name 
Phone: Fax: 
Address 
Specialty 
Doctor’s Name 
Phone: Fax: 
Address  
Specialty 
 
Home Care of Visiting Nurse Agency 
Agency Name 
Phone Fax: 
Address 
 
Dentist 
Name 
Phone: Fax: 
Address/Location 
 
Pharmacy 
Name of Pharmacy 
Phone: Fax: 
Location/Address 
 
Healthcare Proxy/Living Will 
Location 
 
Hospital Case Worker 
Name 
Phone: Fax: 
Address 
 
Hospital or Mental Health Counselor 
Name 
Phone: Fax: 
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Address 
 
Emergency Medical Service 
Service Name 
Phone: Fax: 
Address 
 
Medicare/Medicaid Caseworker 
Name 
Phone: Fax: 
Address 
 
FINANCIAL 
 
Income Sources 
List and Contact Information 
 
 
Assets 
Cash Location 
Bank Name 
Checking Account # Balance & Date 
Savings Account # Balance & Date 
Bonds 
Mutual Funds 
Money Market Funds 
Retirement and Pension Plans 
IRAs/CDs 
Annuities 
Life Insurance Policies 
Other 
 
Primary Residence 
Address 
Deed Location 
Current Value 
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Landlord (if rented) 
 
Other Real Estate 
 
 
Other Assets 
 
 
Liabilities 
Mortgages 
Personal Loans 
Credit Cards 
Credit Cards 
Credit Cards 
Other  
Notes 
 
Safe Deposit Box 
Institution’s Name 
Address 
Location of Key 
Description of Contents 
 
Tax Records 
Location 
Tax Accountant 
Phone: Fax: 
Address 
 
 
INSURANCE 
 
Health Insurance (private) 
Company Name/Agent 
Policy Number 
Address 
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Phone: Fax: 
Location for Claims 
 
Health Insurance (Medicare) 
Card Number 
Phone: 
Address 
Location for Claims 
 
Medigap-Supplemental Health Insurance 
Card Number 
Phone: 
Address 
Location for Claims 
 
Long Term Care Insurance 
Company Name/Agent 
Policy Number 
Phone: 
Address 
Location for Claims 
 
Dental Insurance 
Company Name/Agent 
Policy Number 
Phone: 
Address 
Location for Claims 
 
Disability Insurance 
Company Name/Agent 
Policy Number 
Phone: 
Address 
Location for Claims 
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Homeowners’/Renters’ Insurance 
Company Name/Agent 
Policy Number 
Phone: 
Address 
Location for Claims 
 
Liability Insurance 
Company Name/Agent 
Policy Number 
Phone: 
Address 
Location for Claims 
 
Automobile Insurance 
Company Name/Agent 
Policy Number 
Phone: 
Address 
Location for Claims 
 
LEGAL 
 
Will 
Date Executor Name 
Attorney’s Address 
Phone: 
Location 
 
Power of Attorney 
Name of Assignee 
Address 
Phone: 
Name of Backup 
Address 
Phone: 
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Close Family, Friends and Neighbors 
Name Phone: 
Address 
Name Phone: 
Address 
Name Phone: 
Address 
Name Phone: 
Address 
Name Phone: 
Address 
Name Phone: 
Address 
 
OTHER INFORMATION 
 
Location of Family Historical Records (documents, addresses, 
keepsakes, photos) 
 
 
 
 
 
 
 
 
 
Burial Arrangements 
Funeral Home 
Phone: Fax: 
Funeral Home Director 
Address 
Cemetery Lot/Crematorium Address 
Organ Donation 
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