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person in not lost

Many times, people talk about Alzheimer’s disease or other dementias as taking away
the person’s “self.” This is not actually what happens. The “self” contains those as-
pects of a person that make him or her unique. Although persons in the late stage of
dementia typically lose their ability to talk about themselves and their needs, research
tells us that some core of the person’s self may remain throughout the course of the
disease. What this means for family members is that you may continue to connect
with the person throughout the late stage of the disease, and that it helps everyone
when family attempt to connect in those ways.

Please list below some of the unique characteristics of the person with Alzhei-
mer’s disease.

What signs of those characteristics can you see now in that person?
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the senses

Because the world is primarily experienced in the late stages through touch, sound,
sight, taste, and smell, providing enjoyable sensory experiences for the person can
be a powerful way to express your caring. A favorite flavor, the scent of a familiar
flower or a soft touch can soothe, calm, and communicate a caring presence.

Check the ways below that you have been able to connect with the person’s self
through the senses:

Playing favorite music

Reading portions of books that have held meaning for the person
Looking at old photos together

Preparing the person’s favorite foods

Rubbing lotion with a favorite scent into the skin

Brushing the person’s hair

Holding hands

Bringing scented flowers for him or her to smell

Sitting outside together in the sunshine
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What other ways to connect through the senses could you try?
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tip 3: involve the person you care for
In providing hands -on care

In the late stages of the disease, activities of daily living increasingly involve caregiving
family members. It is challenging but very important to find ways to involve the person
with Alzheimer’s disease in his or her own care. Not only does this preserve the per-
son'’s sense of self, but it also reduces resistance to the care being provided. The per-
son with dementia may be unable to verbally communicate or provide all of his or her
own care at the end of the late stage, but there are ways to include the person in the
process.

When feeding, for example, you may:

1 Guide his or her hand with your hand

1  Sit across from the person while eating so he or she can mimic you
When dressing, you may:

1 Talk the process through while providing assistance with pulling on clothing
When washing up, you may:

1 Use a hand-over-hand technique to help with washing with a facecloth

1  Have the person imitate your motions as you brush your own teeth

Ways to involve the person in their care that are already in place include:

Other ideas to try:

Living with Al zhei mer 6s: For Caregivers

Yyl p ey gy
p



tip 4: monitor eating

One of the most important daily caregiving tasks is monitoring eating. It can be very
difficult to see someone unable to eat as he or she would have enjoyed before. The
person with the disease may forget to eat and/or lose his or her appetite, and the
sense of taste diminishes. Adding sugar to food may encourage eating. The physician
may even suggest supplements between meals to add calories. Because sense of
thirst diminishes as well, it is important to encourage the person to drink liquids or to
eat high liquid foods such as watermelon, peaches, pears or sherbet.

To help someone in the late stage stay nourished, allow plenty of time for eating.
Make sure the person is in a comfortable, upright position. Choose soft foods that can
be chewed and swallowed easily, and make liquids easier to swallow by adding corn-
starch or unflavored gelatin to water, juice, milk, broth and soup. Learn the Heimlich
maneuver to be prepared for possible choking, and monitor weight loss. See the doc-
tor to have weight loss evaluated if you notice drastic changes.

Check the tips below that you are already doing and that work for you now, and
Remember that these will change over time, so stay flexible!

C Offer plenty of liquids and high liquid foods
Allow lots of time for eating

Choose soft foods

Add bulk to liquids

Add sugar if it encourages eating

Wiatch for possible signs of choking
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Learn the Heimlich maneuver

C Monitor weight and report weight loss to doctors

Other suggestions include:
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tip 5: plan for toileting

Difficulties with toileting are very common in the late stage of Alzheimer’s disease.
The person will need increasing levels of assistance with toileting as the disease pro-
gresses. For example, beginning in the middle stage, the individual may not know
where to dispose of used toilet paper and would need guidance with this. By the late
stage, some family members walk the person to the bathroom for each visit and guide
the person through the process, providing cues for the steps and helping where nec-
essary. As the person continues to progress in the late stage, incontinence often be-
comes an issue that continues until the end of life.

Check the tips below that you currently use to assist with toileting for the per-
son with Alzheimer’s.
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Set a toileting schedule.

Use incontinence products.

Monitor bowel movements.

ldentify when accidents occur and plan accordingly.
Be sure that the person consumes ample fluids
Provide visual cues to find the bathroom,

Keep the bathroom door open.

Provide reminders to use the bathroom.

Other things we do to help with toileting include:

Other suggestions to try:
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tip 6: monitor general health

As the person you care for becomes less able to communicate their discomfort verbal-
ly, it becomes increasingly important to monitor general health issues and watch for
behaviors that could signal a problem. When in doubt about whether to contact the
doctor, err on the side of caution and let the office know about the symptoms that the
person with Alzheimer'’s disease is experiencing. Many of these symptoms can indi-
cate something that is important to treat promptly with medication.

Watch for and report the following:

C Coughing

C Excessive thirst or sudden weight loss

C Sudden bowel and bladder changes

C Weakness

C Fever

C Painful or more frequent urination

C Open sores

C Hallucinations, delusions, agitation or aggression not previously seen

C Changes in the ability to move, sleep or breathe

C Signs of pain, including bruises, swelling, fever, vomiting, and uneven skin

tone, facial expressions or sounds related to distress.

Other symptoms to watch for:
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Tips for keeping the person healthy:

¢

¢

Keep the person mobile by helping him or her to move every couple of
hours.

Learn how to lift the person to avoid injury to the person or yourself. Be
sure to never lift the person by pulling on his or her arms or shoulders, as
this could cause injury. If you are unsure how to lift the person, consult
with one of his or her care providers, such as a physical therapist or nurse.

Use pillows or pads to protect bony areas such as elbows, knees, and hips
to reduce the risk of bed sores. Apply moisturizer gently over bony areas.

Keep the teeth and mouth clean. This reduces the risk of bacteria in the
mouth that can lead to infection. Brush the person’s teeth at least twice a
day.

Treat cuts and scrapes immediately. Clean cuts with warm soapy water
and apply an antibiotic ointment. If the cut is deep, seek professional medi-
cal help.

Do all that you can to prevent flu and pneumonia. The flu (influenza) can
lead to pneumonia (infection in the lungs). It's vital for the person as well as
the caregiver and/or family members who spend time with the person to
get flu vaccines every year to help reduce risk.

Other suggestions include:
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tip 7: get assistance when care
needs exceed your limits

As the disease progresses, care needs arise that could not have been foreseen, some
of which require physical strength or availability that you could never provide without
considerable assistance. Sometimes, medical needs arise that require intervention by
trained professionals or paraprofessionals.

Some indications that additional help is needed are listed below. Please check
those that apply to your situation now, and consider these as indicators for the
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