
Understanding Dementia

What Is Dementia?

Dementia is a general term used to describe a decline in a person’s 
cognitive abilities that affects their ability to perform work or 
everyday tasks. People use their cognitive abilities to solve problems, 
make plans, and remember things that happened in the past. 
Alzheimer’s disease is the most common form of dementia.

A dementia or Alzheimer’s disease diagnosis can be overwhelming, 
whether it affects you or someone you love. Not only do you have to 
think about the physical and psychological effects of dementia, but 
you also need to consider how to find quality dementia care, how 
to pay for that care, and how to share the responsibility with other 
family members. 

If you’re supporting a loved one who’s living with dementia, you 
already know how challenging being a family caregiver can be. 
However, you might not know what to expect in the upcoming 
weeks, months, and years, particularly if you plan to keep your family 
member at home for as long as possible. Unfortunately, dementia is 
a progressive degenerative disease with no known cure, which can 
make being a dementia caregiver an especially difficult journey.

What are the Types of Dementia?

•	 Alzheimer’s Disease: Alzheimer's is a progressive type of 
dementia caused by changes in the brain. These changes occur 
due to abnormal protein deposits that damage nerve cells, leading 
to a decline in the ability to think, reason, plan, and remember.

•	 Vascular Dementia: Vascular dementia refers to cognitive decline 
associated with a stroke or some other type of vascular problem 
within the brain. These problems reduce the amount of blood 
flowing to the brain, depriving the brain tissue of the oxygen it 
needs to work properly.

•	 Lewy Body Dementia: Lewy body dementia develops when alpha-
synuclein, a protein, builds up in the brain. These protein deposits 
are known as Lewy bodies.

•	 Other: If you’ve been diagnosed with another form of dementia, 
talk to your healthcare team for more details.
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Tips for communicating with people 
living with dementia

While each person living with dementia has 
unique needs and preferences, the following 
guidelines can help put the person at ease, to 
ensure their attention and understanding.

Proximity: Explain what you are going to do 
before moving into an individual's personal 
space.

Eye Contact: Move to eye level to ensure that 
you establish and maintain eye contact with the 
person.

Voice Tone: Use a calm, reassuring tone of 
voice, and project positive energy. A friendly 
and positive affect can help the person feel 
calmer.

Simplicity: Keep communication simple, making 
one request or suggestion at a time.

Positivity: Ask requests in a positive manner, 
avoiding the use of the words 'don't' or 'no'. For 
example, try "let's go here" instead of "don't go 
there".

Attitude: Reframe your perceptions and 
attitude toward the person's behavior. They 
may not understand the task or directions.

Validation: Do not confront delusions or false 
beliefs. Rather, validate, reassure, or redirect the 
behavior.

Redirection: Use redirection or distraction if 
the person is repeating a question or retelling a 
story.
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Eating enough and eating the right foods are important to living a healthy life. Over time, people 
living with dementia can have more difficulty eating and their judgment on what to eat can become 
worse. 

Why Is Eating and Monitoring Weight Loss Important?

• Poor memory and weakened function may make it harder for them to eat because:

• They may forget how to use certain utensils and dishware properly.

• They may forget or not know when they are hungry or thirsty.

• They may forget how to cook certain foods, which could lead to them accidently eating 
undercooked foods.

• Over time they may forget how to chew and swallow correctly.

• Forgetting to eat may lead to unintended weight loss.

Nutrition (Eating/Weight Loss)
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Oral 
Care 
Tips

When to use 
feeding tubes 

for people 
with dementi a

How Can We Help with Eating?

• Encourage food and drink if they accept it. 

• Meal preparation or helping them eat may be required.

• Offer foods that have a more sweet, spicy, or sour flavor.

• Offer finger foods.

• Provide alternate sources of nutrition, such as ice cream or high-calorie shakes 
(example: Ensure).

• Make sure food and drinks are a consistency they can swallow easily. (Food 
consistencies include soft, ground, or pureed. Drink consistencies include thin, 
nectar, or honey).

• Make sure that food selection aligns with cultural and personal preferences.

• Monitor for coughing with intake (dysphagia) or food staying in mouth or cheeks 
(pocketing). This may indicate a need to change the consistency of food or drink. If 
food or drink get into the lungs, a person is at risk of developing pneumonia. 

• Maintain good oral and dental hygiene.

• Eliminate distractions such as background noise (TV, music, etc.)

What If These Things Do Not Help?

• Contact your healthcare team about other options for improving appetite or increasing weight.

Can a Feeding Tube Help?

• A feeding tube may be temporary (down the throat) or permanent (surgically placed into the 
stomach) for people with severe swallowing difficulties. They then receive liquid feedings through 
this tube, instead of eating or drinking by mouth. 

• Feeding tubes are not helpful or recommended for people with advanced dementia. There is no 
evidence that they help people live longer, gain more weight, or become stronger. They do come 
with discomfort and the risk of the person living with dementia pulling out the feeding tube. 
Other risks include pneumonia; please discuss the use of feeding tubes with the healthcare team.
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Pain

As an individual's dementia gets worse, it may be harder for them to know when they are in pain and 
tell you about it. As the caregiver, it is important for you to manage their pain as fast as possible. If 
left untreated, it may cause more problems in the future for you and the person living with dementia, 
including unnecessary suffering and agitation. 

What Is Physical Pain? Why Is It Important to Be Aware of Pain?

• Pain is different for everyone; some are more sensitive than others.

• Pain can be difficult to check in a person living with dementia, as they may feel it differently or 
they cannot clearly tell you what they are feeling.

• If pain is left untreated, it may cause depression, frustration, agitation, limited moving, social 
isolation, and aggression.

What Are Some Causes?

• Arthritis or Gout

• Diabetes

• Bone fractures from Osteoporosis

• Cancer

• Shingles

• Lower back strain

• Sciatica

• Physical trauma

• Sitting or lying for long periods of time 
without moving

• Urinary Tract Infection (UTI)

What Are Some Ways a Person Living with Dementia Might Communicate Pain?

• Hitting (especially the area that hurts)

• Crying or yelling

• Being restless

• Frowning or tensing up their body

• Withdrawing

• Pain is often more than just physical. It can be emotional, mental, or spiritual. Some of the tips 
above may help with this type of pain as well.
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How Can It Be Recognized and How Can We 
Help with Pain?

• Ask if they have any pain or are 
uncomfortable throughout the day, try to 
make them feel comfortable as soon as 
possible. Make sure to ask about pain both 
when the person is resting and when the 
person is moving.

• Look for any physical signs of pain like:

• Frowning or grimacing

• Crying

• Not moving a certain body part

• A change in their tone of voice

• Try some at home treatments like:

• Ice and heat packs

• Massages

• Music

• Meditation

• Aromatherapy

• Compression

• It is important to remember that even 
though the person with dementia may 
not be able to verbalize pain, they still 
experience pain. 

What If These Things Do Not Help?

• Speak with your healthcare team about 
taking over-the-counter or prescribed pain 
medicine.
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We all have patterns to our awake and our sleep 
time each day. Dementia often changes these 
sleep/wake cycles. Problems with sleeping are 
common for people living with dementia. They 
may not get enough sleep or sleep too much, 
both of which can affect their mood and energy 
levels.

What Are Sleep Disturbances?

• Waking up many times during the night.

• Staying awake during the night.

• Sleeping for long periods of time during the 
day.

What Are Some Causes?

• Other health problems like depression, 
restless leg syndrome, and obstructive sleep 
apnea disorder.

• An uncomfortable bed or feeling pain during 
the night.

• Changes in the brain caused by dementia.

• Having the feeling to use the bathroom 
during the night.

Sleep Disturbances 
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How Can We Help with Sleep?

Sleep Routine Environment

• Encourage a regular daily routine with 
activities to keep them busy

• Keep set meal times 

• Avoid heavy meals 2 hours before 
bedtime. These may cause reflux or 
interfere with sleep (especially proteins)

• Engage individuals with physical 
movement during the day (moving arms 
and legs)

• Minimize daytime napping (90 minutes or 
less)

• Set a regular wake/sleep schedule

• Limit reading, watching TV, or staying 
awake in bed for long periods of time

• Minimize fluids 2 hours before bedtime

• Avoid nicotine, caffeine, and alcohol at 
least 4 hours before bedtime

• Treat any pain, especially before sleep 
hours

• Do not take dementia drugs at bedtime 
unless specifically instructed by 
healthcare team

• Use bathroom immediately before going 
to bed

• Keep the room dark during the night and 
bright during the day (consider blackout 
curtains)

• Reduce noise at night (consider a sound 
machine)

• Eliminate interruptions during sleep. 
Work with healthcare team to create 
medicine schedules that minimize waking 
person unnecessarily to take medicine

• Play soothing or relaxing music before 
bedtime

• Consider use of lavender aromatherapy 
oils or pillow sprays

• Evaluate the temperature of the bedroom 
- is it too hot/cold (consider adding/
removing blankets)

• Consider a fan for white noise or 
temperature control

• Exposure to sunlight or a light box in the 
morning may help lessen sleep/wake 
cycle disturbances disturbances

• Combine light therapy with exercise 
during the day

What If These Things Do Not Help?

• If they continue to have sleep problems after trying all these things, let your healthcare team 
know and they may change current medications or prescribe a short acting sleep medication.
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How to Help with Changes in Your Loved One

See Appendix B for more detailed tips on how 
to manage these common challenges related to 
dementia. These changes often arise from unmet 
physical, social, emotional, and spiritual needs. Think 
about what may be impacting the person, brainstorm 
ideas with your team, and try new approaches.

• Agitations & Aggression

• Constipation

• Depression

• Driving

• Hallucinations/Delusions

• Incontinence

• Pressure Ulcers

• Sexual Disinhibition

• Sundowning

• Wandering


