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Preface

Dementia can be a lonely diagnosis, especially for the caregiver. 
Spouses, partners, adult children, siblings, close friends— whoever 
the caregivers are, their challenges are many. And their questions 
are many, too.

• Is long- term care right for my family member or friend with 
dementia?

• What happens after I drop my parent, partner, sibling, child, 
or friend off at a long- term- care community?

• What should I do to prepare for move- in day?
• How can I make my visits go more smoothly?
• What happens if my loved one has a romantic relationship 

with another resident?

Even if you are the person who has made the difficult decision 
to bring a family member or friend to a long- term- care community, 
you may feel like you don’t have all the answers you need or anywhere 
to turn to get them. Most of the information found online and in 
other books focuses on in- home care. Although this information is 
useful, people looking into dementia care communities need infor-
mation specifically about community dementia care.

Maybe you have yet to choose a long- term- care community for 
your loved one, but you can see that the choice is on the horizon. 
Maybe in- home care has become too challenging or too exhausting. 
Perhaps you have been the sole caregiver for years, but you know that 
now you must focus on yourself.

Maybe you aren’t thinking about these decisions for someone you 
know but instead work in a long- term- care community and want to 
gain even more insight into the people you help care for. Maybe you 
are a student who is curious to learn more about dementia care. In 
any case, I hope this book provides you with many of the answers you 
seek. My goal is to improve your relationship with the cognitively 
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impaired individual or individuals in your life while helping you 
choose the best long- term dementia care community possible.

When discussing long- term care in this book, I will use the term 
“communities” to describe places where people who have dementia 
live. Other terms, such as “homes” or “facilities,” are often used, but 
I find the word “communities” to be friendlier. Despite the many 
types of long- term care— in- home care, assisted- living communi-
ties, independent- living communities, continuing- care retirement 
communities, and skilled- nursing facilities— this book will focus 
on dementia care within a community. I will not use the phrase 
“memory- care community” because not all residents in a dementia 
care community have a memory problem. In this book all these com-
munities will be called “dementia care communities.”

I tell many stories about families and residents, but their names 
and the details of their lives have been changed to protect their 
identities.

Before going further, I want to pause to share my list of things I would 
want if I had dementia. This was originally posted on my friend Bob 
DeMarco’s popular blog, Alzheimer’s Reading Room. The list cap-
tures the essence of the book you are about to read. It has helped 
many caregivers preserve the wishes of the person in the person who 
has dementia.

16 Things I Would Want If I Got Dementia

1. If I get dementia, I want my friends and family to embrace 
my reality. If I think my spouse is still alive, or if I think 
we’re visiting my parents for dinner, let me believe those 
things. I’ll be much happier for it.

2. If I get dementia, I don’t want to be treated like a child. 
Talk to me like the adult that I am.

3. If I get dementia, I still want to enjoy the things that I’ve 
always enjoyed. Help me find a way to exercise, read, and 
visit with friends.

4. If I get dementia, ask me to tell you a story from my past.
5. If I get dementia, and I become agitated, take the time to 

figure out what is bothering me.
6. If I get dementia, treat me the way that you would want 

to be treated.
7. If I get dementia, make sure that there are plenty of snacks 

for me in the house. Even now if I don’t eat I get angry, 
and if I have dementia, I may have trouble explaining 
what I need.

8. If I get dementia, don’t talk about me as if I’m not in the 
room.

9. If I get dementia, don’t feel guilty if you cannot care for 
me 24 hours a day, 7 days a week. It’s not your fault, and 
you’ve done your best. Find someone who can help you, 
or choose a great new place for me to live.

10. If I get dementia, and I live in a dementia care commu-
nity, please visit me often.

11. If I get dementia, don’t act frustrated if I mix up names, 
events, or places. Take a deep breath. It’s not my fault.

12. If I get dementia, make sure I always have my favorite 
music playing within earshot.

13. If I get dementia, and I like to pick up items and carry 
them around, help me return those items to their 
original places.

14. If I get dementia, don’t exclude me from parties and 
family gatherings.

15. If I get dementia, know that I still like receiving hugs or 
handshakes.

16. If I get dementia, remember that I am still the person 
you know and love.
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What Is Long- Term Care?

Long- term care is a group of services and communities that cater to 
aging adults. The many types of long- term care include

in- home care, plus
assisted- living,
personal- care,
independent- living,
skilled- nursing,
adult day- care, and
dementia care communities.

In some cases, dementia care communities, or units, are part of 
a larger community. For example, some assisted- living or personal- 
care communities have their own dementia care wing.

Dementia care communities differ from other types of commu-
nities in a few key ways. Unlike assisted- living facilities (ALFs) and 
skilled- nursing facilities (SNFs, often called “nursing homes”), de-
mentia care communities cater to those with dementia. Residents of 
ALFs do not necessarily have dementia, and they are typically more 
physically and cognitively able than adults in SNFs or dementia care 
communities. Those who live or stay in SNFs are usually there for 
short- term rehabilitation or are almost entirely physically depen-
dent on others for care. Sometimes, in the last stages of dementia, as 
they become more physically dependent, residents will move from 
dementia care to an SNF. More often, however, they will live in the 
dementia care community until death. Before choosing a dementia 
care community, ask the community’s administrator what happens 
as residents progress in their dementia. Do most residents pass away 
at the community? Are hospice and palliative care programs allowed 
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to come in and assist in resident care? These important questions will 
help you learn more about a dementia care community’s policies, 
procedures, and assistance as a loved one is dying.

Depending on their management and location, dementia care 
communities are often locked, and residents cannot leave the com-
munity without assistance. This may seem intimidating at first, but 
it’s for the residents’ safety. People with dementia sometimes attempt 
to “go home” or “go outside” and end up getting lost. Residents are 
able to go outside the community when a friend, family member, 
or staff member accompanies them. Some communities also have 
a center courtyard where residents can come and go as they please.

Continuing- care retirement communities (CCRCs) have mul-
tiple levels, such as independent living, assisted living, and skilled 
nursing. For example, your family member or friend could move 
from independent living to assisted living and then into a CCRC’s 
dementia care community. One great thing about CCRCs is that your 
aging parent, partner, or friend is guaranteed a spot in the next level 
of community care. If you suspect that she will need multiple levels 
of care, make certain to check whether the communities you visit 
are CCRCs.

Mary had had dementia for a while, but she had only recently be-

come what is called an “elopement risk.” An elopement risk means 

that a person with dementia is likely to try to leave the community 

without assistance. Mary also began to withdraw socially in the 

assisted- living community where she lived. She had trouble mak-

ing friends as her dementia progressed because none of the other 

residents at the facility had dementia. Sadly, some of the residents 

made fun of her because of her trouble speaking and following a 

conversation. She was distressed and isolated, so her family took 

her to the dementia care building next door.

Mary improved significantly after moving. She made new 

friends and began engaging in new pastimes. Suddenly, she was 

able to participate in activities at her level. She baked cookies, put 

puzzles together, went out to lunch, and enjoyed singing in groups.

Dementia care communities, like most long- term- care commu-
nities, are staffed 24 hours a day, seven days a week. Usually, three 
shifts of employees and staff members care for residents around the 
clock. Typically, managerial staff are on- site during normal business 
hours, so if you have an important question, try to find someone on 
your family member or friend’s management team from 9:00 a.m 
to 5:00 p.m.

Before choosing a dementia care community, visit the commu-
nity and learn what services and care it offers. You may want to ask 
yourself and staff at the community the following questions:

• What are the programs and activities for the residents?
• Does the community host family gatherings or support 

groups?
• How is the food provided, and can I sample it? Does the com-

munity provide snacks between meals?
• What does the community look like? Are there community 

areas that will provide comfort to your parent, friend, or part-
ner? For example, some communities have a “baby station” 
with realistic- looking baby dolls, bottles, and baby clothes. 
Many residents love cuddling and talking to the dolls.

• Are there safe areas where the residents can sit outdoors 
while remaining within the walls of the community?

• Do the people who work there seem helpful and kind?
• How do the other residents look? Do they look well groomed 

and healthy? Are any of them close to your friend or family 
member’s level of need? For example, you would not want 
to move your mother with mild dementia into a community 
where the other residents are more progressed in dementia 
and cannot speak or engage with her.
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• Will your family member live in a single- occupancy room or 
a double- occupancy room? If a double, with whom will he 
share it?

• About how much will it cost per month for your family mem-
ber’s care? Does the community accept Medicaid?

• Are hospice programs allowed to assist with a resident’s care? 
What end- of- life care choices do they offer families?

• What happens if a family runs out of money before their fam-
ily member passes away? Is financial assistance available, or 
will the community force the person with dementia to move 
out?

Make every effort to visit the community twice before making a 
decision. Try going at different times and on different days, but be 
aware that residents usually grow more agitated later in the after-
noon. Many people with dementia experience sundowning, becom-
ing more anxious, fearful, or upset as the day progresses. This topic 
is covered in more detail in a later chapter.

Talk with residents’ family members to get a good feel for the 
community. Ask others about their experiences and learn what they 
like and dislike about the community. You can also learn much by 
watching staff interact with the residents. Do the staff members seem 
to really know and care about each person? Do they attend to resi-
dents quickly and with familiarity? When the staff speak to residents, 
do they talk at them or with them?

As a caregiver, you may feel anxious about moving your par-
ent, partner, adult child, or friend into a dementia care community. 
Many family members also feel guilty choosing dementia care be-
cause they feel as if someone else is caring for their relative. “I should 
have taken care of my mom at home,” an adult child will say. Many 
family members are reluctant to leave their parent or partner at a 
care community, especially for the first time. Choosing the right 
care community will help ease this guilt.

Your family member or friend with dementia may need a type 
of care that differs completely from what someone else needs. For 

some families, in- home care works best, but for others, dementia 
care communities are better options. As long as you are providing 
your family member or friend with the best physical and emotional 
care you can manage, you are doing the right thing. Don’t let anyone 
make you feel as if you have taken the “easy way out” by choosing a 
dementia care community. You still have to cope with a lot of chal-
lenging behaviors, emotions, and concerns when it comes to your 
family member’s care.
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What Is Dementia?

Dementia describes the loss of cognitive, or thinking or reasoning, 
function over time. Dementia is an “umbrella” term because it en-
compasses a large category of diseases. For example, if you find out 
that a person you know has cancer, you’ll probably ask, “What type 
of cancer?” Cancer includes a large list of potential cancers. Similarly, 
dementia can result from various diseases. It is not a part of normal 
aging. Many people know older adults who are “sharp as a tack.” Al-
though dementia is a real concern, it is not inevitable.

Many assume the worst when they hear a diagnosis of dementia. 
Before making any assumptions, however, it is important to know 
what type of dementia has been diagnosed. Unfortunately, demen-
tia is difficult to fully define. Many with dementia lack an official 
diagnosis about what has caused the cognitive impairment. Often, 
someone will say, “My mom has dementia” and leave it at that.

Dementia has more than 70 different causes, and many have 
important differences in symptoms and in the course of the disease. 
Some of these causes are reversible (for example, operable brain tu-
mors), so it is imperative that your family member or friend receives 
a full medical workup. All dementias affect your parent, partner, or 
friend’s ability to function both physically and mentally over time. 
Someone with dementia could have Alzheimer’s disease, fronto-
temporal lobar dementia, dementia with Lewy bodies, Korsakoff ’s 
syndrome (now known as amnestic syndrome), Huntington’s disease, 
or another form of cognitive decline, like traumatic brain injury.

You may hear people ask, “What is the difference between 
Alzheimer’s and dementia?” To be clear, Alzheimer’s is dementia. 
Alzheimer’s disease is the most common form of cognitive decline 
in older adults, so it gets more attention than other dementias. A 
person could also have Alzheimer’s disease and another type of 

2 dementia as well. Although it is confusing, all types of dementia 
cause cognitive decline and therefore fall under the umbrella term 
of dementia (see the figure below).
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DEMENTIA

“Dementia” is an umbrella term for many different diseases 
that have somewhat different, but related, symptoms.

SYMPTOMS OF DEMENTIA

Cognitive decline encompasses a number of different symptoms. One 
misconception about dementia is that people who have it always en-
counter memory- related issues. This isn’t always true. The symptoms 
people have will depend on their type of dementia. Although people 
with Alzheimer’s disease always have memory problems, people 



10 BASICS OF DEMENTIA CARE

with frontotemporal lobar dementia may not have obvious memory 
deficiencies until much later in the progression of the disease. So a 
person could have dementia but show no memory challenges at all.

People with dementia may have difficulty with the activities of 
daily living (ADLs), such as bathing, dressing, toileting, eating, or 
walking. They may have trouble with more challenging tasks, such as 
sending an e- mail or writing a check. These complex tasks are usually 
referred to as instrumental activities of daily living, or IADLs. Some-
times a person with dementia will experience personality changes, 
sudden mood swings, or even hallucinations. The types of cognitive 
decline that people with dementia encounter are wide and varied. 
Unless it is a reversible type, such as from a brain tumor, dementia 
will eventually lead to death. Although different dementias affect 
the brain in different ways, all slowly damage the organ until it stops 
working entirely, and the body shuts down. Often, you’ll hear of 
someone who has dementia dying because of a choking incident or 
a seemingly unrelated accident like a fall. Although these causes of 
death are common, dementia probably played a large role in bring-
ing them about. Dementia contributes to death from incidents and 
accidents, and unless the person passes away from cancer or heart 
disease, dementia is very often the ultimate cause of death.

What Type of Dementia Is It, 
and Why Does It Matter?

Many doctors cannot provide a complete diagnosis to their patients 
with dementia. Because an autopsy is necessary to diagnose a spe-
cific type of dementia with 100 percent accuracy, doctors, patholo-
gists, and brain specialists usually offer only a “best guess” as to the 
cause. “Dementia” is the sole diagnosis for many people moving into 
a dementia care community. This simply is not enough information 
for the family or the community. In order to best predict a person’s 
symptoms and care needs, it is important to have a complete and 
accurate diagnosis.

Although the care and treatment for someone with Alzheimer’s 
disease, for example, may vary little from that for someone with 
vascular dementia, the symptoms, life span, and causes can differ 
greatly. Or, someone with frontotemporal lobar dementia may be-
have in erratic or odd ways. An accurate diagnosis can let you know 
what to expect. You’ll also want to know what type of dementia your 
parent, partner, or friend has before moving her into a dementia care 
community. The average care- community resident is in her eighties; 
female; has Alzheimer’s disease; and uses a walker, cane, or wheel-
chair to get around. If your loved one has frontotemporal lobar de-
mentia, is in her late fifties, and can walk without aid, she may not 
be a good fit for certain care communities.

ALZHEIMER’S DISEASE

Alzheimer’s disease is the most common cause of dementia. People 
with Alzheimer’s disease can live up to 15 or even 20 years after 

3
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diagnosis but on average live 8 to 11 years. Major symptoms of Alz-
heimer’s disease include forgetfulness, trouble with language, mood 
changes, issues with visual and depth perception, impaired thinking, 
and apathy. Like other dementias, as this disease progresses people 
lose their ability to perform most of the activities of daily living: walk-
ing, eating, bathing, and even using the bathroom independently.1

Alzheimer’s disease doesn’t discriminate— it affects people of 
every background, ethnicity, and sex. However, it does dispropor-
tionally affect older adults. A person’s risk for Alzheimer’s increases 
with age. Alzheimer’s is most common in women over the age of 
65. Women usually dominate long- term- care communities because 
women generally live longer than men.2

Early- onset Alzheimer’s disease is a specific type of dementia that 
differs from normal Alzheimer’s disease. It’s a rare but truly heart-
breaking disease that affects people younger than age 65. Early- onset 
Alzheimer’s disease is extremely heritable, which means that if one 
of your parents had it, you are significantly more likely to get it, too. 
Early- onset Alzheimer’s impairs people at a much faster rate than 
later- onset Alzheimer’s.3 This disease presents a challenge for fam-
ilies looking into dementia care communities because their parent 
or spouse is usually much younger than the average individual in 
the community.

Experts have developed a number of tools to help caregivers of 
people with Alzheimer’s or early- onset Alzheimer’s (or other types 
of dementias, for that matter) better understand the disease’s stages. 
Some scales use numbers, while other scales just range from mild 
to advanced dementia. You may find it challenging to figure out 
which stage your family member or friend is in, however, because 
two people with Alzheimer’s disease can experience the disease very 
differently. For example, one 80- year- old woman with Alzheimer’s 
may stay in an advanced stage of dementia for four years. Another 
woman of the same age may spend five months in a moderate stage 
before suddenly becoming more advanced in her dementia and pass-
ing away. A person with Alzheimer’s does not have to cycle through 

all of the stages before death. She may skip stages or seem to “jump 
around” from stage to stage.

Vera had Alzheimer’s disease. She was in a moderate stage and 

was incredibly pleasant, funny, and talkative. Despite her cognitive 

loss, Vera retained much of her positive, happy personality. Every 

so often, however, she would suddenly become very stubborn and 

angry. The mood would pass quickly, though, and she would go 

back to being her joyful self. 

Vera didn’t realize that her short- term memory was impaired, 

even though she often asked the same question numerous times 

within the course of a 10- minute conversation. She was also very 

physically healthy, other than the Alzheimer’s, for a woman of 92. 

As we drove down the street in our community van, Vera 

pointed to a water tower near her old house. “My son climbed 

that tower when he was a little boy,” she said, shaking her head. 

“I walked outside and saw him halfway up there! I yelled at him, 

‘You come down this instant!’ Oh boy, were his father and I angry 

at him!” She laughed. Vera’s long- term memory was still in very 

good shape, but she told us this story another five times before we 

got back to the community.

FRONTOTEMPORAL LOBAR DEMENTIA

What is typically referred to as frontotemporal lobar dementia (FTD) or 
frontotemporal dementia is actually a group of diseases. FTD consists 
of three main types of dementia: behavioral variant FTD (BvFTD), 
FTD language disorders, and FTD movement disorders. FTD accounts 
for 10 to 15 percent of all dementias but up to 50 percent of dementias 
in people under 65 years old. FTD differs from other types of demen-
tia because it affects a younger age group. FTD also presents some 
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significant behavioral, language, and movement challenges that are 
less prevalent in other dementias.4

FTD affects a particular part of the brain: the frontal and temporal 
lobes. Your frontal lobe is the part of your brain that controls decision 
making and your “filter.” This filter is what prevents you from speak-
ing out of turn, making risky choices, or telling your boss what you 
really think of her. 

People with FTD do not experience the memory loss common 
to Alzheimer’s disease— at least not in the beginning of the disease. 
Typically, family members of a person with FTD will notice their 
parent, partner, or child acting strangely and take him to see a doc-
tor. The first noticeable changes in a person with FTD are often re-
lated to mood, judgment, and impulse control.5

Because frontotemporal dementia is a group of diseases, people 
may experience any of a number of different variations. Budson and 
Kowall, in their 2014 book The Handbook of Alzheimer’s Disease and 
Other Dementias, suggest that people with BvFTD experience an odd 
set of behavioral changes that can make long- term dementia care-
giving uniquely challenging.6 Because it affects people who are in 
their forties or fifties, others often fail to realize that their parent, 
partner, child, or friend is experiencing dementia- related symptoms. 
Sometimes, odd behaviors may even get written off as a “midlife cri-
sis” because they are so out of character for the individual with FTD. 
Difficulties making plans, an inability to control impulses, a loss of 
inhibition, social awkwardness, passivity, inappropriate sexual com-
ments or actions, and cravings for sweets are all common among 
people with BvFTD. A good example of this disorder is the man who 
had a great relationship with his wife until his late forties. Suddenly, 
he began cheating on her— and told everyone about it. Not only was 
it out of character for him, it was an alarming change from his past 
behavior. The man was unaware of his sudden personality change, 
but his wife was acutely aware of it and took him to a neurologist, 
who diagnosed him with FTD.

FTD language disorders affect a person’s ability to speak nor-
mally. Even the most eloquent of speakers, if afflicted with FTD, can 

lose his ability to make sense when speaking— or even lose the ability 
to speak entirely. Words become jumbled, terms become broad (say-
ing “the thing” or “it” instead of clarifying), and even the ability to 
understand language declines.

In FTD movement disorders, automatic muscle functions become 
impaired. People with FTD may experience tremors and spasms or 
even difficulty walking and balancing.7

People with FTD can find dementia care communities difficult 
environments to live in. Most residents are at least a decade older 
than a person with FTD. When these older residents listen to music, 
watch movies, or talk about the past, they are not referring to the 
recent past that someone with FTD may relate to. A person with FTD 
may not fare well in a dementia care community until he is much 
more progressed in the disease.

Nicholas was excited that he and his wife, Janice, were getting 

a new floor in their kitchen. They had just begun talking about 

the process and needed to save up some money before hiring a 

contractor. Janice told Nicholas that it would probably be another 

six months before they would be able to start getting a new floor. 

One day Janice came home to find that Nick had ripped up the 

entire kitchen floor— without any warning. He had come home 

from work, decided it was time, and begun taking apart the floor-

boards. The couple had to live with this change for months before 

they could afford to hire someone to fix it.

Nicholas was eventually diagnosed with BvFTD. His inability to 

make decisions, process information, and self- monitor had caused 

him to rip the floor up long before the couple was able to pay for 

it. He had no sense of why this behavior was bizarre or alarming 

because the filter part of his brain was not working properly. 
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VASCULAR DEMENTIA

Strokes or other blood vessel damage in the brain can lead to vari-
ous types of vascular dementia (VaD). VaD is sometimes known as 
vascular cognitive impairment, or VCI, to show that it is actually a 
group of dementias related to cerebrovascular damage. Someone 
with VaD will usually have trouble with shape discrimination, object 
perception, and spatial awareness. He will also tend to have difficul-
ties with motor coordination and reflex speed. Vascular dementia 
affects the way a person walks, sometimes described as a gait dis‑
turbance. Although these symptoms can seem almost normal after 
a person suffers a stroke, they could be signs of VaD. Of course, like 
most dementias, a person with VaD typically will also have trouble 
with memory, especially later in the disease.

VaD is often called “the preventable dementia” because people 
who stay relatively healthy and avoid arteriosclerosis, hypertension, 
diabetes, smoking, and obesity are unlikely to get it. That being said, 
it is still one of the most common forms of dementia worldwide, sec-
ond only to Alzheimer’s disease.8

Karen could still play the piano, but she played it entirely from 

memory— not from the book sitting on the piano stand. Karen 

flipped the book’s pages as if she were reading the music, but the 

pages never matched the song she actually played. In fact, she 

only had about five songs that she would play over and over again. 

Her memory, especially early in VaD, was not that poor. She 

could remember people she had just met, play those piano songs 

from memory, and keep track of time during the day. Karen’s recall 

and processing declined over time, but her walk and spatial aware-

ness grew worse than her memory. She had difficulty discriminat-

ing between open and closed doors. She also had issues opening 

closed doors. Patterns on the carpet confused her. If a carpet had a 

line on it, Karen would step over the line. She also seemed to have 

trouble walking, although she did not use a cane or walker. Her 

arms stayed locked at her sides as she shuffled down the hallways. 

It almost seemed as though her knees refused to bend. Still, Karen 

took no notice of this problem.

DEMENTIA WITH LEWY BODIES

Lewy body–related diseases account for 10 percent to 25 percent of 
all dementias. Three different diseases comprise this group: demen-
tia with Lewy bodies (DLB), Parkinson’s disease dementia, and Par-
kinson’s disease. Parkinson’s disease is a type of Lewy body disease, 
but you can have it without having dementia. You can, however, have 
Parkinson’s disease dementia, in which dementia symptoms mani-
fest shortly after a Parkinson’s diagnosis. People who have DLB may 
have some Parkinsonian symptoms, but they don’t have full- blown 
Parkinson’s.9

A few symptoms set DLB apart from Alzheimer’s disease and 
other dementias. For one, people with DLB tend to hallucinate. 
Strange, complex paranoias can accompany these vivid visual hal-
lucinations. Although people with other dementias can hallucinate, 
it’s very rare. If you notice that your family member or friend is hal-
lucinating and she hasn’t experienced it before, immediately take her 
to a doctor. If it’s a common occurrence, however, do not make the 
experience of hallucinating even scarier for her: make sure to agree 
with what she is seeing.10

Other symptoms that set these dementias apart from others in-
clude sleep- related disorders; Parkinson’s symptoms such as tremors 
or slow, rigid movements; and fluctuating impairment. People with 
fluctuating impairment may seem very different from one day to the 
next. Their attention and alertness may vary.
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OTHER DEMENTIAS

More than 70 different conditions cause dementia. While Alzhei-
mer’s disease, VaD, DLB, and FTD are the most common, a person 
with dementia could have one or even several different diagnoses. It’s 
incredibly important that your family member or friend receives a 
full medical workup when diagnosing dementia. A brain tumor, for 
example, can cause a potentially reversible type of dementia. With-
out a full checkup, doctors could easily mistake it for Alzheimer’s 
disease, which has a different course of treatment.11

One type of dementia that receives little attention happens as 
a result of a traumatic brain injury (TBI). TBI is very serious and 
often occurs after a major accident or even a significant number of 
concussions.

William was not the normal dementia patient. At only 65 years old, 

William had already experienced significant cognitive decline. In 

his senior year of high school, he received a full football scholar-

ship to college. William played well his first few years in college, 

but he received many concussions. The coaches benched William, 

telling him it was too dangerous for him to continue playing the 

game he loved. William transferred to a smaller school and left 

his scholarship behind. He continued to play football and suffered 

more and more concussions. William then graduated and worked 

for many years. Eventually, however, the past caught up with him. 

Now, he sat in our lobby waiting for a nurse to see him. “I don’t 

belong in here,” he argued. “Why are all these old people in this 

place!” It was sad, but William was right— he was not like everyone 

else. Because he had decided to continue playing football, William 

actually gave himself dementia early in life. In fact, William’s own 

father— a man of 92 years old— was William’s main caregiver.

DELIRIUM

Delirium causes a rapid and sudden onset of confusion and change in 
alertness. Delirium is not dementia, which is marked by a slow and 
progressive decline. If your family member or friend acted normal 10 
minutes earlier and then suddenly seems to be in a “fog” or acts very 
confused or aggressive, you’ll want to get her evaluated for the cause. 
Many people with dementia get delirium after surgery, new med-
icine, or urinary tract infections (UTIs), so it is important to check 
with a doctor when noticeable changes occur.12

Brian was admitted to the hospital for emergency retina surgery. 

At 56, he’d had a few eye surgeries but never any other real medi-

cal problems. He was generally healthy, active, and intelligent. The 

surgeons anesthetized him for the procedure so that he would not 

be awake during surgery.

After the procedure, which went well, Brian woke up sick and 

exhausted. His stomach hurt, he had a headache, and of course, his 

eye felt beaten and bruised. He returned home to rest and recover. 

For about two weeks after the surgery, Brian felt odd. He was 

confused, disorganized, and easily distracted. His wife had trouble 

holding a conversation with him. Brian also found that he would 

leave a room, head to another, and have no idea why he had gone 

to the new space. The anesthesia and bodily stress from the sur-

gery had caused Brian’s delirium. Because it was reversible, after 

some time the confusion began to fade. 

Aware of the challenges he was experiencing, Brian proba-

bly should have seen a physician. Although his delirium resolved, 

other, potentially more dangerous conditions could have caused 

his confusion.

No matter what type of dementia your parent, partner, child, or 
friend has, you will undoubtedly encounter many of the physical and 
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psychological changes listed in this chapter. It is imperative to make 
sure that he sees a physician on a regular basis. It is also important 
to keep track of changes over time. You know this person better than 
anyone, so don’t be afraid to seek a second, or even a third, opinion 
from doctors when it comes to his care.

21

When It’s Time for a  
 Dementia Care Community —  

and When It’s Not

Moving your parent, partner, or adult child into a dementia care 
community will be a big change for you and your family, so make sure 
you are doing it for the right reasons— and at the right time. Perhaps 
you are struggling with your family member’s 24- hour needs. The 
physical and emotional demands of caregiving are weighing on you 
and your own independence. You may discover that a care commu-
nity is the right choice.

PHYSICAL NEEDS

As a person’s dementia progresses, her family may become unable 
to care for her physically. This is one of the most common reasons 
for placing a loved one in a dementia care community. When your 
parent, partner, child, or friend with dementia requires assistance 
to walk, eat, and bathe, her needs can become overwhelming. You 
should not strain your body attempting to move or transfer her. In 
a dementia care community the staff can work together— and often 
do— to assist residents.

Incontinence is also an issue for individuals with moderate to ad-
vanced dementia. Urinary or bowel incontinence means that a person 
loses control over her bladder and bowel functions. People with de-
mentia will eventually require disposable adult briefs made for incon-
tinence and need frequent changing. Incontinence can be incredibly 
challenging— and potentially embarrassing— for family caregivers to 
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