








































































































Dementia Care Patient & Caregiver Guide

Ways to Implement a Dementia-Specific Plan of Care

e Start planning as early as possible, so the person living with dementia can tell you what they
would like in their care plan before their dementia worsens. There are tools and resources to help
with these conversations.

e FEasy to read advance directives, including living wills (see Appendix F for more details).
e Learn more about the specific disease and prognosis for the person living with dementia.
¢ Coordinate a family meeting

e Find a way to stay organized such as using a calendar and keep good records including notes
from doctor visits.

e Consult an attorney and/or a financial adviser regarding financial planning for the person living
with dementia.

Choosing a Health Care Power of Attorney Agent

« An official Health Care Power of Attorney agent should be selected for the person living with
dementia. Contact your healthcare team for options.

o Everyone in the family, caregiving team, and healthcare team should know the healthcare agent
and the elements of the advance care plan.

e The advance care plan should include whether the person living with dementia will want to be
revived if their heart or lungs suddenly stop working.

o Adiscussion around help with eating should occur. In persons with dementia who develop
trouble swallowing, artificial nutrition and hydration is usually not helpful as it can also cause
choking and pneumonia. See page 14 for more information.

e The Health Care Power of Attorney should know how the person living with dementia would feel
about moving to an assisted living or skilled nursing facility.

How to Pay for Dementia Care
Medicare will not pay for a person to move to an assisted living facility or nursing home for long-term

care. Different states’ Medicaid rules vary, so please check with your healthcare team as they can
provide more help.
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Appendix A: Monitoring Symptoms

The person living with dementia's symptom(s)
are under control:

o Participates in daily activities
e Sleeps well at night
e Appetite is good

Actions to follow:

e Take daily medications

o Continue usual activity and exercise
e Continue recommended diet plan

e Watch for changes in daily routine

e Watch for any falls

Yellow Zone indicates a change in usual symptoms.

Everyone is different but you know what the
person living with dementia is usually like.
Someone with dementia may have some days
that are better than others, but overall, they
think and act a certain way. The person living
with dementia's symptom(s) are worsening:

» More fatigue/less energy for daily activities
than usual

e Less ability to perform daily activities,
increased confusion

* More pain

e More difficulty talking and/or
understanding conversations

e Lessindependence
e More confusion and less alertness
e More falls

e Poor sleep or new symptoms that cause
awakening

e Less appetite than usual

¢ More choking on food or drink or pocketing
food

e Medication is helping less than usual
o Unable to take medications as usual

e More bedwetting or going to the bathroom
in their pants

¢ Unable to go to the bathroom

Actions to follow:

e Make sure the person living with dementia
is not left alone

e Adjust diet as needed (regular to finger
foods)

e You may have to help to:
o Follow daily routines

e Make sure correct doses of medication
are taken

e Bathe, dress, toilet, etc.

e Call your healthcare team if there is
worsening of these symptoms

e The healthcare team may adjust
medications and/or medication schedule/
frequency

Phone number:
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The person living with dementia's symptom(s) Actions to follow:
are NOT under control:

Patient may need to be assessed for a higher

e Major changes in behavior level of care to manage their symptoms
e Major changes in memory or mood Call your care team immediately for an
e Medication adjustments are no longer evaluation, 24 hours a day, 7 days a week

managing symptoms
e Unable to take medication by mouth Phone number:

e Angry, hitting, or yelling (aggressive
behavior)

e Causing harm to self or others
e Uncontrollable pain

e Possible infection (bladder)

e Infected wounds (skin infection)
e Fever

e Seizure

e Has not slept in more than 24 hours
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Agitation & Aggression

Agitation and aggression can be expressed verbally or physically. They may occur suddenly with no
obvious cause, or from frustration/anxiety. This can make your job as caregiver more difficult. It is
important to understand that the person living with dementia is not acting like this on purpose.

What Are Agitation & Aggression?

e Frustration and anxiety may cause the person to act out angrily towards other by hitting, pushing,
shouting at, or arguing with them.

What Are Some Causes?

e The person feels uncomfortable.

e Large crowds, or the presence of certain people.

e Annoying sounds.

e The person feels unable to talk about their needs and feelings.

o Fear or confusion about who they are, who the people around them are, and where they are.

How Can We Help with Agitation & Aggression?

o Check if they have any pain or are uncomfortable throughout the day and try to make them feel
as comfortable as can be.

e Let the person do as much on their own as possible.
e Use a caring tone to calm the person down.

e Remind them of where they are, who you are, or who they are if they become confused and
anxious.

e Try music. Consider having the person living with dementia listen to 30 minutes of their favorite
type of music at the same time every day. If they like dancing, you can try dancing with them.

e Try to exercise with the person living with dementia.
e Aromatherapy.

* Try a robotic pet to help calm the person.

What If These Things Do Not Help?
e Give the person some space if it is not a safety issue and try again later.

e If other treatments have not worked, you can talk to your healthcare team about starting them on
a medication to treat symptoms and behaviors associated with dementia.
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Aggression When Performing Bathing/Personal Care

Helping with bathing and personal care, like changing incontinence pads or clothing, can be difficult.
Since it is such an intimate interaction, people with dementia may see your help as uncomfortable
and disrespecting their personal space. This can lead to frustration, causing them to become
aggressive towards you.

What Is It?

* Yelling, insulting, cursing, hitting, spitting, or kicking because they are frustrated and angry.

What Are Some Causes?

¢ The person may become frustrated doing certain tasks because they may have forgotten how to
do them correctly.

e Frustration over losing their independence and not wanting to accept any help.

¢ The person does not want to be told what to do.

How Can We Help with Aggression?

¢ Make bathing and getting ready simple and easy for them to do.

¢ Respect their need to do things on their own and have their own space.

¢ Give them hints if you notice them having trouble with bathing or dressing.

¢ Lay out their outfits and the items they need to shower beforehand so that they know they must
put on/use each item.

* Avoid becoming frustrated or angry yourself, as this could make them even more agitated.

¢ Place an object in their hand to hold during care to help distract from feelings of aggression and
to help focus on present activity.

What If These Things Do Not Help?
¢ Try walking away and coming back again to help them later if it is not an immediate need.

o If all other treatments have not worked, you can talk to your healthcare team about starting them
on medication.
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Constipation

Constipation can be a serious issue if left untreated. Many people with dementia are at risk for long-
lasting constipation, which can make them uncomfortable and agitated.

What Is Constipation?

o Uncomfortable or infrequent bowel movements.

What Are Some Causes?
e Not drinking enough water or liquid. o Eating too much dairy.

Stress.

e Not going to the bathroom enough times

during the day/week.
& Y * Not getting enough exercise.

e Not eating enough fiber. _ , o
e Taking certain medications.

How Can We Help with Constipation?

» Have them eat foods that are high in fiber, like vegetables, whole grains (brown rice, whole grain
bread), and beans.

o Offer foods high in water content such as prune juice, gelatin, decaffeinated coffee/tea, and
broth-based soups.

e Encourage enough water each day, about 8 or more glasses, unless their healthcare team has said
they have to drink less because of another health problem they may have.

e Encourage them to exercise (move/walk) for at least 30 minutes a day, at least 3 times a week.

e Ask the healthcare team if the person living with dementia can take over-the-counter fiber
supplements, stool softeners, or laxatives.

o Keep a record of when the person has a bowel movement.

e Alert the healthcare team if the person living with dementia goes more than two days without a
bowel movement.

What If These Things Do Not Help?

e Ask your healthcare team if they have other prescription medications they can suggest for
constipation.

43

unityhospice.org e 920-338-1111



Dementia Care Patient & Caregiver Guide

Depression

Depression is a common problem in people who have dementia. It can make dealing with the disease
harder for both the person living with dementia and caregivers.

What Is Depression?

o Feeling sad for long periods of time.

e Little energy or motivation to do enjoyable/everyday activities.

¢ Alack of interest and concentration.

e Trouble sleeping at night or sleeping too much.

* Not wanting to eat as much or at all or wanting to eat too much.

What Are Some Causes?

o Physical disabilities, loss of independence, pain, sleeping problems, and other health problems
may lead to depression.

¢ The person may begin feeling depressed because they feel alone or separated from certain
people or activities because of their dementia.

e Changes in the brain from dementia, alcohol abuse, drug abuse, injury, or taking certain
medications.

How Can We Help with Depression?

o Let them know that you are there to help them as much as they need, and always talk to them in
a positive and caring voice.

e Create a daily schedule that includes fun activities, going outside, and spending time with other
people.

e Encourage them to exercise (move/walk) for 30 minutes a day.
o Trydifferent activities such as:

e Spend time with a pet or get a robotic pet for the person

e Aromatherapy

e Music

e Light Therapy

e Vitamin D

¢ Spend time outdoors

What If These Things Do Not Help?

o |f these tips do not seem to work, let the healthcare team know and they may prescribe a
medication for the depression.
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Driving

It is difficult to decide when someone with dementia should stop driving, since you need to balance
safety considerations with the person’s sense of independence, pride, and control. Driving requires
many skills like reacting fast, quick thinking, and knowing where to go. Over time, dementia can
weaken these skills, and this may put the driver and others on the road in danger.

Why Might Driving Be an Issue?
e Dementia damages the person’s memory so they might forget:
* How to properly drive the car.
e How to get around town.
e How to get back home.
o What different signs/lights mean.

e People with dementia react slower to quick changes, so they might not be able to stop the carif a
child or animal runs out in front of them.

o Weak driving skills make them more likely to be in a car accident.

e Not being able to drive anymore takes away their independence which can be frustrating for
everyone.

How Can We Help with the Need for Driving?

e Reduce the need for the person living with dementia to drive. Arrange to have medications,
groceries, and meals delivered when possible. Arrange for rides to religious and social events
when possible.

e Plan for when it does become time to have the person living with dementia stop driving. There
is no single, simple test to determine if someone is a safe driver. There are tests for cognition,
reflexes, vision, flexibility, and visual attention - all critical skills for driving. There may be qualified
occupational therapists in your area that provide comprehensive driving evaluations. These tests
may take several hours and often include a road or road-simulated test. They generally cost
between $200 - $500 and are seldom covered by insurance or Medicare.

e Call and ask if the DMV can re-test their driving if the person living with dementia does not want
to stop driving.

e Make sure they cannot get a hold of the car keys or the car itself.

What If These Things Do Not Help?
o Consider selling the car.

o Consider disabling the car by removing a spark plug if you know how to safely do so.

45

unityhospice.org e 920-338-1111



Dementia Care Patient & Caregiver Guide

Hallucinations & Delusions

Many people with dementia experience hallucinations or delusions. They may be frightening for you
and them, but also may just involve people or things from the person’s past.

What Are Hallucinations & Delusions?
¢ Hallucinations are things the person may see, hear, smell, taste, or feel that are not actually there.

¢ Delusions are when the person has false or exaggerated beliefs like someone is out to hurt them.

What Are Some Causes?

e Changes in the brain from dementia.

e Some medications.

e Mental health problems like schizophrenia, alcohol abuse, or drug abuse.

¢ Hearing and visions problems.

How Can We Help with Hallucinations or Delusions?

+ |f the hallucinations or delusions are new, talk to the healthcare team as this could be caused by a
new health problem or a recent change in medication.

o |f the hallucinations and delusions do not cause harm to anyone, they do not need to be treated.

e If they have a lot of hallucinations throughout the day, make sure they are always in a place
where they cannot hurt themselves.

e Try calming them down if they become frightened.
e Trydistracting and/or redirecting them to divert their attention to something pleasant.

e Ensure adequate lighting to reduce the risk for sensory triggered hallucinations.

What If These Things Do Not Help?

¢ If the hallucinations or delusions become a concerning issue, talk to the healthcare team. Some
medications have many side effects including an increased risk of heart attack and stroke.
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Incontinence
People with dementia often become incontinent (unable to control how their bladder or bowels

empty). They may have frequent accidents (urinating or soiling themselves). This can happen both at
home and when out in public.

What Is Incontinence?

e The person cannot control their need to use the bathroom.

What Are Some Causes?

e They forget or cannot feel that they need to go to the bathroom.

They forget where the bathroom is located (in their home or elsewhere).

e Some medications may make it easier for the urine to accidently leak out.

e Stress, constipation, urinary tract infections (UTI), or prostate issues can worsen incontinence.
e Drinking too much soda, coffee, tea, or alcohol.

e They cannot get to the bathroom in time because:

e They walk more slowly.

¢ They do not get out of bed fast enough.

e Their clothes are hard to unfasten (belts, buttons buckles, or pantyhose).

48

unityhospice.org e 920-338-1111



Dementia Care Patient & Caregiver Guide

How Can We Help with Incontinence?
e Try taking the person living with dementia to the bathroom every two hours during the day.
e Make sure they are wearing clothing that is easy to take off (such as sweatpants).

e Try using absorbent underwear and bedding made for people with incontinence to make
accidents easier to manage.

e Remind them to let you know when they feel the urge to use the bathroom.

e Be supportive if an accident happens.

e Make going to the bathroom at home easy. Make sure the bathroom is easy to find; the toilet and
sink are easy to get to and use, and they can easily get to everything they need. Keep walker/

wheelchair close at hand. Bathroom lights should be left on or triggered by movement.

e If the person has trouble getting to the bathroom, talk to your healthcare team about getting a
bedside urinal or commode.

e Do not let them drink too many fluids, two hours before bedtime

What If These Things Do Not Help?

e Make sure to clean the person living with dementia as soon as possible to prevent skin irritation.
If they are starting to have redness in their groin or buttocks, tell your healthcare team as it could
be a sign of infection and they may get you special lotions or powder to apply.

e If a person is aggressive when you are trying to change them, try again later.

e |f the person is not urinating or not having bowl movements regularly, call your healthcare team.
Infections or blockages may require medication or urine tests.
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Pressure Ulcers
Pressure ulcers, also known as bedsores, can become a frequent problem if the person living with

dementia does not move around a lot. Pressure ulcers can be painful and if left untreated, can
become open wounds that may get infected.

What Are Pressure Ulcers?

e An area of skin that becomes red and starts to become weak when something keeps pressing
against it for long periods of time.

e Qver time, this pressure on the skin causes the skin to become so weak that the skin breaks and
an open wound is made.

e Mostly this happens where the skin is very thin and over bone like the hip or bottom of one’s
back.

What Are Some Causes?

Not getting enough proteins and nutrients in their food.

e Long-term pressure on areas of skin over bones.

e Sitting or lying in the same position for long periods of time without moving.

e Fragile, thin, sensitive skin is more at risk of becoming a pressure ulcer.

e Leaving the skin wet from incontinence (urine or bowel movements) for long periods of time.
¢ Weight loss and having less padding on bones

e Sliding down in chair, pulling the skin in a different direction
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How Can We Help with Pressure Ulcers?

Keep healthy skin moisturized by applying lotion after a bath or bed bath.
e Encourage and help the person living with dementia to get up and move every couple of hours.

* Always look for any patches of redness on the body that do not return to the usual skin color
when you press on them in areas like the:

e Ankles

e Heels

e Buttocks
e Hips

e [f the person living with dementia cannot move on their own:
e Put pillows in between knees and ankles.
e Make sure their bed/chair is soft and padded.
e Try putting them in a different position every 2-4 hours.

o Always make sure their skin stays dry.

e Make sure they are eating enough and getting the right nutrients.

What If These Things Do Not Help?
e Talk to your healthcare team about how to best prevent and treat any forming pressure injuries.

They will show you how best to turn someone, how to best position pillows, and how to change
the bed without removing the person.
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Sexual Disinhibition

Inappropriate sexual behavior may become a problem as their dementia progresses. This may occur
due to physical changes in the brain which can cause increased sexual thoughts or feelings. It is not
a reflection of the person living with dementia's character or morals. Dealing with this can be one of
the most frustrating, embarrassing, or frightening moments for caregivers.

What Is Sexual Disinhibition?
Inappropriate sexual behavior like:
e Pleasuring themselves. e Taking off their clothes in public.

e Sexually touching others. e Sexual behavior directed towards children,
family, friends, and caregivers.

What Are Some Causes?

e Tight clothing. Increased libido.

e Discomfort (from having movement
restricted).

Bladder infections or being constipated.

Sexual frustration.

How Can We Help with Sexual Disinhibition?
e Offer a soft stuffed animal or a blanket.

e Trydistracting them or guide them to what they should be doing when they begin to undress or
act inappropriately.

o Keep them occupied with tasks and other activities.

o Have them wear clothes that are harder to take off if they are known to take their clothes off
in public, such as suspenders or shirts that button in the back or slip over the head. Make sure
clothes are not too tight.

If they are known to have sexual disinhibition, make sure that they are not left alone in public.

What If These Things Do Not Help?

e Talk to your healthcare team as medications can sometimes help to decrease incidents from
occurring.

e Talk to your healthcare team to rule out any bladder infections or constipation problems.
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Sundowning

Dementia can change a person's internal clock that tells them when to sleep and when to wake up,
making it harder for them to get a good night's rest. This lack of quality sleep can affect their mood
and energy levels during the day. Sundowning also prevents the family caregiver from getting regular,
restful sleep.

What Is Sundowning?

e Agitation, confusion, or restlessness that starts in the late afternoon into evening and night.

What Are Some Causes?
e Not doing any exercise or activity during the day.

e Dementia can change a person’s internal clock that tells them when to sleep and wake up
naturally.

e Low lighting during the day, or bright lighting at night.

How Can We Help with Sundowning?
e Have them exercise and do fun activities during the day, and relaxing activities in the evening.

e Turn off all electronics, lower the volume on the TV or radio, and do not let them drink anything 1
hour before bed.

e A nap during the day may help, but make sure they do not nap for more than 20 min.

e Dim any bedroom or living room lights 1 hour before going to bed.

What If These Things Do Not Help?

e Talk to your healthcare team about whether melatonin may be a good treatment.
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Wandering

A person living with dementia may forget where they are, where they need to go, or how to get
around. They may forget to do everyday things like getting dressed and even forget who their loved
ones are. They could even go missing from home.

What Is Wandering?
o Forgetting how to get to places like the bathroom and the store.

* Forgetting where they are or where they should be like wanting to go home when
they are already home.

o Forgetting how to do certain tasks like how to brush their teeth or put on their
clothes.

¢ 6 out of 10 people with dementia will wander at some point in their life.

What Are Some Causes?

o Dementia damages the person’s memory, causing them to forget who people are; places they
have been to before; and what certain objects are.

How Can We Help with Wandering?
o Create a daily schedule full of activities and tasks to keep the person busy.

¢ Remind them where they are and that they are in a safe place if they become confused
about their whereabouts.

e Keep any keys to cars or rooms/closets with dangerous items out of sight.
¢ Never leave the person alone and avoid leaving any doors to the outside open or unlocked.
e Mask exterior doors with curtains or install door alarms.

¢ Prepare an emergency plan with their updated medical information and picture just in case they
do go missing.

¢ Enroll the person living with dementia in the Alzheimer's Association's 24/7 \Wandering Support
for a Safe Return

What If These Things Do Not Help?

« Consider asking for an occupational therapy consult, as they can help suggest changes to your
home to decrease the risk of wandering.
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Appendix C: Dementia in Persons with Intellectual
and Developmental Disabilities

Children and adults with Intellectual and Developmental Disabilities (I/DD) are at higher risk of
developing dementia. A diagnosis of dementia poses unique challenges for individuals with an
intellectual disability because the characteristics of each may have some similarities (and, in the case
of Alzheimer’s and Down syndrome, a possible genetic link).

The KEY DIFFERENCE between dementia and I/DD is the loss of a person’s typical level of
functioning, or baseline.

A baseline provides the most reliable way to identify changes that may point to dementia. You
can create a baseline informally by noting basic self-care skills, communication, talents, skills, daily
activities, and hobbies throughout adulthood.

A baseline can also be established formally with a memory specialist (such as a geriatrician,

neurologist, psychiatrist or neuropsychologist), where abilities can be reviewed, and memory abilities
can be tested. These formal screenings are important to schedule throughout mid-to later-adulthood.

Common Signs of Dementia in a Person with an Intellectual Disability

e Confusion and problems with recent memory e Loss of speech

e Wandering or getting lost in familiar places e Disorientation

e Moving with rapid, shuffling steps e Loss of daily living skills

e Loss of bladder or bowel control ¢ Changes in personality

e Laughing or crying inappropriately e long periods of inactivity or apathy
o Difficulty following instructions e The development of seizures
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Appendix D: Resources for Caregivers

Taking care of a person living with dementia can be overwhelming. You are not alone. Along with
your healthcare team, there are many resources available to you for support.

Online Caregiver Education
. . . g Alzheimer's A iati

1. Alzheimer's Association e
o Caregiver support groups & community education programs

e Access to local resources using the community resource finder

e Alzheimer's Association 24/7 Helpline - 800-272-3900

e TrialMatch - connects individuals with Alzheimer's, caregivers,

and healthy volunteers to current studies National Institute
on Aging

2. National Institute on Aging
e Educational resources
e Legal and financial planning information
e Tips for home safety UCLA Alzheimer's and
Dementia Care Program
3. UCLA Alzheimer's and Dementia Care Program
e Caregiver Training Videos

¢ Common Challenges Videos

4. Family Caregiver Alliance
« Connecting Caregivers (support groups, events, classes)

o Participate in a study, Care for the Caregiver
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Home Alone Alliance

5. Home Alone Alliance
e Educational videos and tip sheets in English and Spanish on:

e \Wound care

Mobilit Teepa Snow: Caring
) / for Someone Who Has
e Managing medications Dementia

6. Teepa Snow: Caring for Someone Who Has Dementia

7. Dementia Careblazers

Finding Local Resources

1. Family Caregiver Alliance

e Caregiver resources in Spanish, Chinese, and Vietnamese

2. Community Resource Finder

Community
Resource Finder

3. Eldercare Locator (acl.gov)
e Look up your local agency for a variety of resources, including:
e Llong-term support services and food assistance

o Offers a search function for resources based on zip code/city and a
toll-free support number, 1-800- 677-1116

4. Find a Respite Provider/ARCH National Respite Network & Resource

Center (archrespite.org) Find a Respite Provider/
ARCH National Respite
e Find local respite care, a service that provides temporary breaks for Network & Resource

caregivers Center
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5. National Adult Day Services Association (nadsa.org) National Adult Day
Services Association

e Online database of adult day center locations

¢ Helps caregivers in locating local adult services

6. Department of Veterans Affairs Caregiver Support

. . . . Department of Veterans
Offers veterans and their caregivers training, support groups, tip sheets, Affairs Caregiver Support

and other resources ]3]

7. Trualta

« Training for caregivers to take care of their loved one at home

Trualta

8. Access Smart Patients
* Website with free, online discussion forums for patients and caregivers [m] ety

¢ Divided into different communities based on diagnosis

« Discussion threads specific to disease, including Alzheimer’s disease, Access smart Patients

Lewy body dementia, and more [=]% E

¢ Includes general forums for caregivers B

9. Aging and Disability Resource Centers : o
Aging and Disability

10. Area Agency on Aging

o Google your local aging office/chapter
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Appendix E: Emergency Preparedness
Basic Needs List

For emergencies that may require you to leave your home, the following check list can be used to
create a kit you can pick up quickly with basic items you and your loved one will need:

Food Related Items

Drinking water - 1 gallon per person per day

Non-perishable food/specialty dietary needs
(baby food maybe an option for those who
need pureed food)

Manual can opener
Juice/instant coffee/tea bags

Cooler (can be used to keep medications
cool as needed)

Personal Items

unityhospice.org e 920-338-1111

Blankets, pillows, sleeping bag, cot
Toiletries

Hearing aid batteries

Extra clothing/rain gear/closed-toe shoes
Personal items such as cards or books
Senior supplies such as diapers

Important papers (house insurance, valid
identification)

Cash/credit cards

Pens/pencils/markers/paper

Medical

Two-week supply of medications
Medical equipment and assistive devices

Medical alert tags or bracelets that identify
any disability-related needs

Pet/Service Animals

Water - 1 gallon per animal per day
Crate or carrier for each animal
Food/treats for each pet
Toys/comfort items for the pet
Clean-up supplies

Immunization records

Safety Equipment

Battery operated radio, flashlight, clock
Extra batteries

NOAA Weather Radio

First-Aid Kit

59



Dementia Care Patient & Caregiver Guide

Appendix F: Tips for a Family Meeting

A family meeting is a specific time set aside to bring everyone together to help promote
communication, share caregiving responsibilities, problem-solve, or make a tough caregiving
decision. A member of your healthcare team can help facilitate a family meeting or see tips here.

Tips for a Family Meeting:

o Although it is referred to as a “family” meeting, get everyone interested in the care involved.
» To help stay focused, set an agenda in advance, and try to stick to it.

e Appoint one person as the primary facilitator and have another person take and send notes to
each person in attendance.

e Ideally, a family meeting is held in a neutral setting and in person.
¢ When that is not possible, consider including family members virtually or over the phone.

e [tisimportant not to exclude a family member from the meeting because of distance, personality,
or limited resources.

« A family meeting may be emotional. Families have a current or a history of dynamics. If there is
potential for conflict, a member of your palliative care team can help provide objectivity.

e |If possible, plan the meeting with the person with dementia. Understand, though, that the person
with dementia may have altered abilities to reason and think through decisions logically. Although
they may forget the meeting or what they agreed to do, it is respectful and may help the family
feel more confident in their decision. Note that involving the person living with dementia is not
the same thing as that person making the decision. Depending on the situation, it may be best to
plan a two-part meeting - first as a family and then with the person with dementia.
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Important Notes
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Important Notes
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