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With a rapidly growing aging population and the 
realization of all it calls on us as a society to care for 
our fellow human beings, our families and friends, 
parents and loved ones, we cannot shy away from 
a topic all too often named but not necessarily 
addressed. Dementia as an illness has elevated 
the best in people and has also revealed great 
opportunities. Dementia, as a reality that is part of 
our ever-growing reach of care in healthcare today, 
calls for us to reflect on our own understanding, our 
own perspectives and, yes, our own biases.

The idea of dementia, as so aptly shared by Dr. Allen 
Power, geriatrician, author and educator, a contributor 
to this paper and from whom you will learn in the 
opening commentary that follows, shared very simply, 
yet powerfully in his interview for this paper the idea 
that if we simply see dementia as a neurological 
disease, then only the experts can understand and 
address it. But he pushes us further in adding, “if you 
define dementia as experience, then the person and 
those closest to him or her become the true experts.” 
That is the essence of human experience we are 
working together to elevate in our efforts as a global 
community. When we recognize experience is a lived 
experience, when we acknowledge those with a lived 
experience as experts themselves, that is when we 
find ourselves on a path to greater understanding, 
awareness and impact.

This paper pushes us to see dementia as not 
something only to be addressed in segments of the 
healthcare system, in long-term care organizations, 
nursing homes or designated care units. Rather, 
it helps us recognize that with the very reality of 
our growing population discussed above, we will 
encounter levels of dementia in all care settings 
and in ways we may not yet have anticipated. Most 
importantly, what we learn from the contributors 
in this paper is that opportunity still exists to move 
beyond stigma to understanding, to recognize the 
reality of dementia as a lived experience, even 
for those who are challenged to express it for 
themselves. It is an opportunity to link policy with 
purpose, understanding with action and elevate 
a reality that is bigger than the topic of dementia 
itself. When we see people living with dementia 
AND their family/care partners as experts and as 
team members in caring, then we afford the greatest 
opportunities for dignity and respect sought by all 
who find themselves in any healthcare situation.

The collection of voices who gathered here to 
ensure this was a topic for all in healthcare, not just 

segments of it, represent the patchwork of people 
it will take for us to heighten awareness, expand 
understanding and act with purpose. From experts 
in the field, to practitioners who work to provide 
care each day, to people living with dementia and 
care partners who live each day, step by step on 
the dementia journey, as experts we are provided 
a comprehensive picture of what is reality. We are 
also given a gift of shared understanding of what is 
ultimately possible. This paper calls us to listen, to 
understand and only then to act.

If we take just a few of the nuggets of brilliance, 
knowledge, experience and passion shared herein, 
we can do amazing things across the continuum 
to see dementia for what it truly is, as Allen Power 
shared, an experience. And if all of us committed 
to the human experience across the breadth of 
healthcare take our next steps with that knowledge, 
then we not only honor those who travel the journey 
of dementia, we honor what they teach us and how it 
will guide us as well. That is our shared opportunity. 
It is now up to us to ensure the lessons we have 
been afforded become part of all we do in caring for 
one another, human beings to human beings.
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Commentary

The term dementia describes a group of conditions—
caused by disease, injury, or abnormality of birth—
resulting in significant changes in one’s cognitive 
abilities. While the word is familiar to most, with the 
increased prevalence of dementia in recent years, 
more and more people have been personally touched 
by the condition, either being diagnosed themselves or 
knowing someone who has been diagnosed.

In most high-income countries, the rapid increase in 
numbers of people living with dementia is a matter 
of mathematics, rather than increased individual 
risk. This increase is due to the aging of the post-
war “Baby Boomer” generation—for example, over 
10,000 Americans are turning 65 every day. Since 
the prevalence of most forms of dementia increases 
steadily with age, we are seeing a parallel increase 
in diagnoses and—barring some discovery that 
reduces the incidence of the condition—we can 
expect those numbers to continue to increase until 
that generation has largely died. 

In low- to middle-income countries, a variety 
of factors that have increased life expectancy, 
combined with risk factors related to high rates 
of poverty, disease, or warfare are also leading 
to dramatic increases in people living with the 
diagnosis. In fact, these countries are expected to be 
the source of the greatest global increase in people 
living with dementia over the next 30 years.

At present, there are no treatments proven to stop 
or reverse the damage to the brain for any type of 
dementia. Certainly, future treatments that can even 
slow or forestall changes could reap a huge benefit 
for those with the diagnosis and for the health care 
system in general. But when the prevalence of a 
degenerative condition parallels the aging curve 
so closely, one can only conclude that this is not a 
condition that can be eradicated, like polio. Humans 
are mortal beings, and eradicating dementia would 
be akin to eradicating aging.

So, while we search for more effective treatments, 
we must also understand that cognitive change, 
like any other aspect of wellness or illness, is a 
part of the human experience. I say this, not to 
discourage people, but to remind us that there is 
much to be done today to improve the lives of those 
who are diagnosed with dementia and their care 
partners—simply sitting back and pinning our hopes 
on the next pill will relegate millions of people to 
meaningless, unfulfilled lives.

Dementia is arguably the most feared condition of our 
time; and yet, the stigma and fear it arouses in society 
only serve to further erode the well-being of those 
affected. This stigma and fear, combined with an overly 
narrow focus on the medical components of brain 
disease, create challenges for those living with the 
diagnosis that can even overshadow the disease itself; 
such a reductionistic and deficit-based view results in 
people being disempowered, ignored, marginalized, 
and unable to express a full range of human emotion 
without being labelled as having “behaviors.” Make no 
mistake about it—we hold people living with dementia 
to higher emotional and behavioral standards than 
we do ourselves and are quick to medicalize and 
sedate such expressions instead of understanding 
the person’s perspective. There is no other medical 
condition that is treated in this way.

More expansive views of dementia have been put 
forth over the past few decades and are slowly 
gaining ground. Many organizations aspire to 
creating more holistic approaches to care and 
support, and many of the contributors to this paper 
have been working diligently in this arena for years. 
But too often, systems of care and support are 
devised based on algorithms that do not appreciate 
the complexity of a condition such as dementia and 
the diverse array of individuals who live with one 
form or another.

There is no “formula” for dementia care. Instead, 
we must establish a central ethos around what 
it means for us to help people to live as fully 
and meaningfully as possible, despite changing 
cognitive abilities. The primary purpose of white 
papers such as this is to articulate principles that will 
serve as a guide for navigating these complexities. 

It is my hope that the ideas set forth in this paper 
will prompt its readers to reflect on their own views 
and perceptions, in order to affirm and embrace 
the guiding values that will help each of us work to 
restore the fullest measure of dignity and humanity 
to people who live with a diagnosis of dementia.

Dr. Allen Power
Schlegel Chair in Aging and Dementia Innovation,
Schlegel University of Waterloo Research Institute for 
Aging, Ontario, Canada and Clinical Associate Profes-
sor of Medicine, University of Rochester, NY



Elevating Experience for those Living with Dementia 5 

Society faces a steep learning curve when it comes 
to understanding dementia and creating systems that 
support and promote people living full lives with dementia.

There is an urgent need to elevate dementia as a 
public health priority, from educating healthcare 
providers and family members to cultivating dementia-
inclusive communities and social systems that support 
people living with dementia and their care partners. 

As society navigates these endeavors, dementia 
experts say it’s essential to keep human rights in 
the forefront. From the initial diagnosis to long-term 
care, people living with dementia often experience a 
dramatic deterioration of their human rights. 

“Just because you have dementia, it doesn't mean 
you have abdicated your human rights,” said Dr. Allen 
Power, the Schlegel Chair in Aging and Dementia 
Innovation at the Schlegel University of Waterloo 
Research Institute for Aging in Canada. “But I think 
we start to erode them right away.”

Locking people living with dementia in memory 
care units and isolating them from other people is a 
prime example of a human rights violation, say many 
dementia advocates. It’s imperative to create inclusive 
living environments where people with dementia live 
amongst people who do not have dementia, said Tammy 
Marshall, chief experience officer at Thrive Senior Living.

“It's the only group of people that is locked up based 
on a diagnosis,” Marshall said. “We don't lock people 
up with anxiety, diabetes or congestive heart failure, 
but the way our society has solved for the problem 
of wandering is to lock people up.”

Marshall says she and her colleagues are on a mission 
to create inclusive environments.

“We're working with regulators and policymakers to 
think about how to desegregate living environments 
so that people living with dementia are living with 
everyone else and having the same rights and 
benefits as anyone else,” Marshall said.

Human rights should be at the foundation of 
policymaking and designing care for people living with 
dementia, said Power, who is also an author, educator 
and speaker on transformational models of care for 
older people and people living with dementia. 

“It’s essential to keep human rights first and foremost 
in everything we do to make sure that we're treating 

people with full respect and not seeing them as less 
because of this diagnosis,” Power said. “We wouldn't 
do that with any other type of diagnosis, yet we do it 
with dementia all the time.”

Societal misperceptions and stigma about dementia 
are at the root of the problem, according to dementia 
advocates. Ageism is also prevalent among 
healthcare providers and in society in general, 
according to the American Society on Aging.1 

Stigma often leads to underestimating a person’s 
abilities based on age or dementia diagnosis, 
setting low expectations for the individual and over-
emphasizing physical safety over freedom of choice. 

“We don't give people living with dementia a chance to 
really be who they can when we are doing everything 
for them, making decisions for them and just assuming 
that we have to decide what's best for them,” Power 
said. “We have to work to combat these stigmas and 
nip these stereotypes in the bud because they really 
keep us from elevating peoples’ experience.” 

One way to reduce stigma is to change the 
perception of a dementia diagnosis by showing how 
many people with dementia are living full and active 
lives. For example, many of the people living with 
dementia interviewed for this whitepaper told stories 
of how people often assumed they were incapable, 
spoke about them as if they were not in the room 
and saw them as defined by their diagnosis.

These same contributors to this paper also 
expressed frustration at how frequently people, 
ranging from friends to healthcare providers, make 
the false assumption that they cannot speak for 
themselves. Instead, people often address their care 
partners — ignoring the person living with dementia. 

They say it’s almost as if their personhood and 
lifetime of accomplishments are erased by their 
diagnosis. Mary Beth Wighton, who formerly worked 
in financial services as a senior business analyst, 
shared a scenario she often experiences.

“You know when you meet someone for the first time 
and they will ask ‘What do you do?’” Wighton said. “I 
don't get that question anymore. I'm just the person 
who has dementia.”

Stigma is perpetuated because people living with 
dementia are often excluded from sharing their 

Societal Issues
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perspectives with healthcare professionals, policy 
makers and society in general. Their perspectives are 
rarely included at conferences, legislative meetings 
and other influential venues, dementia advocates said. 

Dementia advocates say there is a dire need to 
share their lived experiences with healthcare 
providers. Healthcare providers often have a limited 
perspective on living with dementia, particularly 
the early stages. They are focused on the medical 
aspects of dementia and the disease process, rather 
than on the overall experience of people living with 
dementia, say advocates.

Further, dementia advocates say healthcare 
providers often make quick assumptions about the 
progression of dementia and overlook the abilities 
of people living with dementia. One person living 
with dementia interviewed for this whitepaper 
described how her doctor immediately revoked her 
driver’s license upon diagnosis at age 45, without any 
evaluation of her driving abilities.

“I wish the medical community as a whole would 
understand that all dementia is not the same, and 
there is often a long progression,” said dementia 
advocate Laurie Scherrer. “We don't just get 
diagnosed and immediately end up in a wheelchair 
not knowing who we are.” 

Every person living with dementia interviewed for this 
whitepaper told the same story of diagnosis. “Go home 
and get your affairs in order,” their doctors advised. 

“When I was diagnosed, the doctor basically said, ‘go 
home and die,’ but instead healthcare providers need 
to encourage people to live as much as they can,” 
said Scherrer. “In the past two years, I've visited 34 
states, but I never would have done that if I had just 
listened to my doctor.”

Australian author, speaker and dementia activist 
Kate Swaffer coined the term “Prescribed 
Disengagement”® for this mentality. Swaffer says 
this approach to the dementia diagnosis destroys 
any hope for the future and dramatically affects a 
person’s outlook and quality of life. 

“They told me to stop living,” said Swaffer, a former 
operating theatre nurse who was diagnosed at age 
49. “It's the only condition I know of as a retired health 
care professional where you're not told or supported 
to fight for your life. It is totally illogical that one day 
I was studying a tertiary degree, working full-time, 
volunteering, raising two teenage boys and running a 
household with my husband, and the next day told to 
give up life as I knew it and to prepare to die.”

As an example, Swaffer said, “If I had experienced 
a stroke, not only would health care professionals 
have been fully educated in stroke, I would have 
been rehabilitated and supported to return to work, 
in whatever capacity possible. My employer would 
have been legally obliged to provide not only an 
alternative position for me if required, but to support 
any disabilities. For people with younger onset 
dementia, this is extremely important and potentially 
could keep us living better lives for much longer, 
including continued employment.”
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Dementia is one of the major causes of disability and 
dependency among older people around the world, 
as about 50 million people have dementia worldwide, 
according to the World Health Organization.2 

Dementia is a general term for the loss of memory 
and other mental abilities that is severe enough 
to interfere with daily life. It is caused by physical 
changes in the brain.

Alzheimer’s disease is the most common type of 
dementia, as Alzheimer's accounts for about 60 
to 80 percent of dementia cases, according to the 
Alzheimer’s Association. As of 2019, an estimated 5.8 
million Americans of all ages are living with Alzheimer’s.3 
Vascular dementia, which occurs after a stroke, is the 
second most common dementia type. There are many 
other types of dementia, such as Lewy body dementia 
and Frontotemporal lobar degeneration.

Alzheimer’s disease is the sixth leading cause of 
death in the United States and the fifth leading 
cause of death for those aged 65 and older. The 
direct costs of caring for those with Alzheimer’s 
alone reached $277 billion in 2018 in the United 
States, according to the Alzheimer’s Association.

The toll of this disease continues to grow. 
Alzheimer’s deaths have more than doubled since 
2000 in the United States, according to a 2018 report 
from the Alzheimer's Association.4 Deaths from 
Alzheimer’s increased 145 percent from 2000 to 
2017, while deaths from other major diseases such as 
heart disease, stroke and breast cancer decreased.5 

However, deaths from Alzheimer’s and other forms of 
dementia may be underestimated because of the way 
deaths are recorded.6 For example, severe dementia 
frequently causes complications such as swallowing 
disorders and mobility issues that can increase life-
threatening conditions like pneumonia. If a person 
living with severe dementia died from pneumonia, their 
death certificate would simply list pneumonia without 
taking into account his or her dementia.7

Impact on Families

Dementia has a huge impact on families — emotionally, 
physically and financially. 

A recent survey of more than 3,500 Americans caring 
for someone with some form of dementia found 
that 83 percent of this help is provided by family 

members and unpaid care partners.6 In 2017, family 
members and other unpaid care partners provided 
about 18.4 billion hours of care (valued at $232 
billion) to people with dementia, the survey found. 

The total lifetime cost of care for someone with 
dementia is estimated to be $341,840, and families 
cover about 70 percent of these costs through out-
of-pocket expenses or unpaid caregiving. 

In addition to financial stress, caring for someone 
with dementia can exert an emotional and physical 
strain on care partners. The Alzheimer's Association 
estimates that the toll of caring for someone with 
dementia resulted in an $11.4 billion increase in 
health costs for the care partners themselves in 2017.

Looking Ahead

The total number of people with dementia is 
projected to reach 82 million in 2030 and 152 million 
in 2050, according to the WHO.

Longer life expectancies and the aging Baby Boomers 
will lead to an increase in the American population that 
is age 85 and older, and these are the people who are 
at highest risk for developing Alzheimer's.7 

Every 65 seconds, someone in America develops 
Alzheimer’s—resulting in nearly a half million new 
cases each year. The Alzheimer's Association 
estimates that Alzheimer’s alone will cost $1.1 trillion 
(in 2017 dollars) by 2050 — unless something is done 
differently to address the condition.  

Experts say one way to reduce costs would be to get 
earlier diagnoses. It is estimated that as many as half 
of those with Alzheimer’s disease are undiagnosed. 
Further, dementia is often diagnosed in late stages. 

Statistical Reality
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Dementia presents escalating challenges for 
healthcare systems around the world as the 
number of people living with dementia grows by 10 
million new cases each year globally, according to 
estimates from the World Health Organization.

Dementia affects almost every part of a patient’s 
experience with healthcare — from making an 
appointment and finding the doctor’s office to 
arranging for at-home care after a hospital stay. 
People living with dementia say they sometimes 
become agitated by lengthy wait times at a doctor’s 
appointment and over-stimulated by lights and 
sounds in the hospital. 

Research has shown that people living with dementia 
may experience worse outcomes than those without 
dementia when hospitalized. One study found that 
people living with dementia had higher rates of 
potentially preventable complications, such as urinary 
tract infections, pressure ulcers and pneumonia than 
persons not living with the disease.8 Another study 
revealed higher rates of morbidity in people living 
with dementia.9 

As healthcare providers work to improve care 
for people living with dementia, they face major 
systemic challenges. 

Reimbursement models in U.S. healthcare system 
are based on providing medical services, but people 
living with dementia also need social services. This is 
challenging for providers like Ab Brody, an Associate 
Professor of Nursing and Medicine at New York 
University and Associate Director of the Hartford 
Institute for Geriatric Nursing.

“The US spends more on medical care than any 
other industrialized country, but spends less on 
social care than almost every industrialized country,” 
said Brody, “So we have this imbalance where 
people living with dementia can get lots of medical 
care, but suddenly they have nobody to care for 
them when they go home.” 

Understanding the Dementia Experience

As the number of people living with dementia grows, 
it will be imperative to educate healthcare providers 
about dementia and how to elevate the experience 
of people living with dementia. People living with 
the disease  interviewed for this whitepaper cited 
numerous examples of healthcare providers unfamiliar 

with the stages and types of dementia who frequently 
commented, “You don’t look like you have dementia,” 
or “You don’t seem like you have dementia.”

Dementia advocates say there is also a need for more 
education on how to avoid and reduce the use of 
chemical and physical restraints, especially in hospitals.  

A 2015 report from the U.S. Government 
Accountability Office recommended that the U.S. 
government should expand outreach and educational 
efforts to reduce the use of antipsychotic drugs in 
older adults with dementia to include those living 
outside of nursing homes.10  The GAO report found 
that about one-third of older adults with dementia 
who spent more than 100 days in a nursing home 
in 2012 were prescribed an antipsychotic, according 
to data from Medicare Part D. Among those with 
dementia not living in a nursing home in 2012, about 
14 percent were prescribed an antipsychotic.

A study published in the British Medical Journal in 
2015 found that non-drug approaches should be the 
first option for treating people living with dementia 
who are experiencing agitation, depression, anxiety, 
aggression and delusions.11  The authors of this 
study — researchers from the University of Michigan 
Medical School and Johns Hopkins University — 
reviewed two decades’ worth of research to come to 
this conclusion. They also detailed a framework that 
doctors and care partners can use as a non-drug 
approach to support people living with dementia. 

Healthcare providers, especially in acute-care 
settings, face the challenge of deciding when 
physical or chemical restraints may be necessary. 
When patients become combative with hospital 
staff or are extremely agitated and pulling out IV 
lines, providers say they may require some form 
of restraint. However, the restraint may make 
them more agitated or sedated and lead to other 
complications, such as difficulty participating in 
speech and physical therapies — which could 
lead to inadequate nutrition and deconditioning in 
patients who are already sick and trying to recover. 
Lily Lee, a nurse practitioner in Inpatient Palliative 
Care Services at Mills-Peninsula Medical Center, 
described it as a “vicious cycle.”

Approaches to Dementia Care

In order to improve the healthcare (and long-term 
care) experience for people living with dementia, 

Implications for Healthcare
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advocates and experts often recommend a person-
centered approach. A person-centered approach is a 
holistic model of care that takes into account what is 
important to the person, such as their priorities and 
preferences. For example, dementia experts urge 
nursing homes to ditch rigid schedules and create 
flexible plans where residents eat and sleep based 
on their own preferences.

In 2012, the Dementia Action Alliance convened 
a group of thought leaders and people living 
with dementia to define person-centered care for 
dementia and develop a framework for person-
centered dementia care practices. “Person-
centered dementia care and support is based on 
the fundamental belief that every person has a 
unique background, skills, interests and the right to 
determine how to live his or her own life,” concluded 
the Dementia Action Alliance.12 

The Dementia Action Alliance’s report also 
concluded that person-centered dementia support 
should focus on nurturing the person’s emotional, 
social, physical and spiritual wellbeing and building 
reciprocal, respectful relationships. This can be 
achieved by the following efforts: 

• Valuing personal autonomy, choice, comfort 
and dignity

• Focusing on the person’s strengths and 
abilities

• Promote the continuation of normalcy and 
growth 

• Enhancing the individual’s sense of purpose, 
meaning, enjoyment and belonging.13

However, some dementia experts urge a shift from 
“person-centered care” to “person-directed care” 
to avoid paternalism and give the individual more 
control. Tammy Marshall, chief experience officer at 
Thrive, is passionate about person-directed care.

“Person-directed care is totally different — it’s about the 
person actually directing what happens versus centering 
the conversation around him or her,” said Marshall. “It’s 
really led by the individual, and we’re listening.” 

There is also research showing the value of 
understanding the perspective of people living with 
dementia. For example, this is one of the tenets of 
the VIPS (Very Important Persons) guide to dementia 
care.14 VIPS recommends looking at the world from the 
perspective of the person living with dementia. It also 
states that having empathy for their perspective may 
have therapeutic benefits. Many studies have examined 
empathy in healthcare, and some have shown that 
quality of care could be improved by including the 
neuroscience of empathy in medical education.15

“Doctors are amazing people, but they're trained to fix 
you, and when they can't fix you, some of them just don't 
know what to say," said Mike Belleville, an advocate who 
is living with dementia. “I would love to see them talk to 
us, to understand our perspective and let us be part of 
the discussion about how we are treated.”

“Person-centered dementia care and support is based 
on the fundamental belief that every person has a 
unique background, skills, interests and the right 

to determine how to live his or her own life,”
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A Diagnosis for Change

The conversation about elevating the experience for 
people living with dementia should start at the very 
beginning — with the diagnosis. Dementia advocates 
and experts say the way the diagnosis is delivered 
urgently needs to change, as does society’s perception 
and understanding of what a dementia diagnosis means. 

The diagnosis is often handed down with little 
regard for the huge emotional impact it makes on 
a person and their family and without any hope or 
encouragement. Support and other resources for 
newly-diagnosed families are often scarce, making it 
an especially isolating and depressing diagnosis.

Mary Beth Wighton, formerly a financial services 
executive, recalls how her doctor looked only at 
her partner and seemed to ignore Wighton as she 
delivered the dementia diagnosis without compassion.

“She gave us the diagnosis of frontotemporal dementia, 
and then quickly she rattled on about how there is no 
cure and I will die from it,” said Wighton. “She acted as if 
she had just told us, ‘Your car is waiting outside.’”

People who have experienced a dementia diagnosis 
say their emotions take over upon receiving this life-
changing news and it becomes hard to process all of 
the medical information. 

“Your mind shuts off when you receive news like that 
and you're just trying to grapple with what it means 
for your life and for your family,” Wighton said.

Neuropsychologist Catherine Marreiro of Sutter 
Health in California says it’s important to have more 
than one conversation about a dementia diagnosis.

“Sometimes that initial diagnosis can be so flooding in 
terms of an emotional response that people may not 
be hearing everything you're saying,” Marreiro said. “It 
helps to hear it again from different providers and to 
have a team who connects with people in different 
ways and gives the information in multiple ways.”

The diagnosis conversation may also be rushed 
because of the fee-for-service reimbursement 
model for healthcare in the United States.

“This is a real challenge for providers because of how 
they get reimbursed for their services,” said Marreiro, 
adding this also makes it tough for physicians to 
spend time educating themselves about different 
types of dementia. 

Denise, who prefers to go by her first name for 
this whitepaper, has been caring for her mom 
who has vascular dementia for several years. She 
has observed firsthand how difficult it can be for 
healthcare providers to find enough time to spend 
with a person living with dementia.

“When you sit and spend time at any hospital, you 
can see how the staff are all so pressed for time, 
having too many jobs to get done and too many 
patients to see,” Denise said. “It takes a lot of time to 
work with someone with dementia, and there’s just 
no time for that.”

A Lack of Support 

Another challenge with reimbursement is that support 
services for people living with dementia are often not 
covered. The U.S. reimbursement model covers ample 
medical care, but scant support services. 

The dementia diagnosis rarely comes with much 
support other than a brochure and a referral to the 
Alzheimer’s Association. People living with dementia 
say they desperately need referrals to other resources 
such as support groups, social workers and dieticians.

“The doctor said, ‘we’re pretty sure you have 
younger-onset Alzheimer's. Here's a medication I 
want to start you on, and I'll see you in six months,’ 
and he walked out the door,” said dementia 
advocate Belleville. “There was no referral to a 
support group and no discussion about expectations 
for me other than telling my wife that I should go into 
a nursing home within three to five years.” 

Australian author and dementia expert Kate Swaffer says 
scenarios like this play out around the world every day.

“If you talk to people in the UK, Australia, Canada, 
Indonesia, or wherever, it’s the same story of us 
fighting for services and getting nothing,” said Swaffer, 
who was diagnosed with younger-onset dementia at 
49. “We don't get immediate post diagnostic support 
to live with dementia, and we are just told to go home 
and get our end-of-life affairs in order.”

Dementia advocates say it would be tremendously 
helpful to immediately connect individuals and their 
families with support groups and other resources at 
the time of diagnosis. One of the first things Wighton 
asked when she was diagnosed was if there was 
someone with frontotemporal dementia with whom 
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she could speak to in order to learn what it’s like and 
how to live well with it. 

“There was no one,” Wighton said. “There still is no 
one, because we don't match up people, which I 
think is a huge void that needs to be addressed.”

A Diagnosis Like No Other

Dementia advocates also highlight the problem of 
how the dementia diagnosis often comes with a false 
assumption about the person’s abilities. 

People living with dementia describe it as an instant 
judgment about them where as soon as they get a 
dementia diagnosis, physicians and people around 
them assume that they are no longer capable of 
doing things that they used to do.

“The doctor revoked my driver's license right on the 
spot, without any type of due process. Should I drive 
now? No. But could I have driven then? Probably,” 
said Wighton. “It made a huge impact on me by 
instantly taking away from what I could do.”

As a result, people living with dementia say they 
feel like their sense of personhood is diminished or 
almost erased by their diagnosis. 

“We may have a diagnosis, but we still have our 
education and all of our life experiences,” said dementia 
advocate Phyllis Fehr, a former ICU nurse. “We may 
have difficulty accessing some of our knowledge and 
we may have to find a different way to do things, but 
we're still who we were before our diagnosis.” 

People living with dementia want those around 
them to realize that a dementia diagnosis doesn’t 
completely change someone’s personhood. Fehr 

recalls her husband feeling concerned that she was 
doing too much after her diagnosis and asked the 
doctor about it. The doctor asked him to describe 
what Fehr was like before her diagnosis. 

“He said, ‘Well, she was very busy because she worked 
full time, she also had a part time job, and we have nine 
kids, and she was always running around, babysitting, 
and doing things,’" Fehr recalled. “And the doctor looked 
at him and said ‘Why do you think that would change 
just because she got a diagnosis of dementia?’"

Fehr said the conversation made her feel relieved to 
be seen and understood as a whole person, not just 
as someone diagnosed with dementia. 

Maintaining an individual’s sense of personhood is crucial to 
elevating the experience of people living with dementia.

“Part of this huge shift that needs to occur in our 
society is around ensuring that a person living with 
dementia maintains his or her personhood,” said 
NYU’s Brody, who is also the founder of a program 
called Aliviado that trains home health and hospice 
teams in the complexities of dementia care.

The anguish of a dementia diagnosis is exacerbated 
when healthcare providers stop treating people 
diagnosed with dementia as individuals.

“The [first] physician never spoke to me; she spoke 
only to my husband as if I wasn’t in the room and 
said, ‘She's got early onset Alzheimer's. She's doing 
pretty well, but bring her back when she can't dress 
herself,’” recalls Fehr. “It was as if once I got a dementia 
diagnosis, I had instantly lost all of my capacity.”

When Fehr sought a second opinion, she had a 
dramatically different experience.

“We may have difficulty accessing some of our knowledge 
and we may have to find a different way to do things, 

but we're still who we were before our diagnosis.”
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“She spoke directly to me and treated me like I was 
a human being,” Fehr said. “She knew I had just been 
diagnosed with Alzheimer's, but she treated me like I 
had full capacity — and that made such a difference.”

People living with dementia say these experiences 
are deeply important to them.

“I'd like to be treated as a person, as an individual who 
still can somewhat make my own decisions even 
if I need guidance,” said dementia advocate Laurie 
Scherrer. “So please look at me, talk to me, listen to me.” 

People living with dementia have observed that their 
diagnosis is delivered very differently than other 
terminal illnesses.

“When my mother was diagnosed with terminal 
cancer, the doctor was honest with us but he gave us 
hope and encouragement by saying, ‘You are going 
to die, but in the meantime, live as much as you can, 
do as much as you can and spend time with your 
family.’” said Scherrer. “When I was diagnosed, the 
doctor basically said, ‘go home and die.”

People living with dementia interviewed for this 
whitepaper all described how they were simply told 
to, “Go home and get your affairs in order.”

Instead, dementia advocates say when doctors 
deliver a dementia diagnosis, they should be telling 
their patients to live their lives to the fullest. 

“The biggest thing I would say to doctors is you need 
to encourage socialization and brain stimulation,” said 
Scherrer. “You need to encourage people with this 
condition to live as much as they can.”

Changing the Collective Mindset

In order to elevate the experience of people living with 
dementia, our society needs to shift its mindset on what 
a dementia diagnosis actually means, say dementia 
experts. Dementia advocates and experts urge people 
to re-evaluate their misconceptions and stereotypes 
about this increasingly common diagnosis. 

“One of the first things that we need to do as a 
society is really broaden our mindset of what it 
means for a person to be living with dementia,” 
said Penny Cook, president and CEO of the Pioneer 
Network. “It’s not immediately sentencing them 
to a life in which they can't engage with people, 
participate, and offer meaning to others.”

Society’s current mindset often affects how people 
feel when they are diagnosed.

“At first I was in a really deep depression and had 
stopped doing all the things I loved,” Belleville said. 
“But what I eventually I learned was that I can still be 
the person I was before, and I don't have to let the 
disease define who I am now.”

Healthcare providers should also give patients some 
hope about the ability to live well with dementia. 

“I want hope that life can still be good,” said Wighton. 
“I know I'm going to have really bad days. But, I still 
have good days — really connecting with people and 
friends, and making a difference in the world.”

Educating people about dementia is crucial to 
changing the societal mindset, as the number of people 
diagnosed with dementia each year continues to grow. 
It’s important to realize that there are many types of 
dementia and many stages within each condition.

“People need to understand that there is early-
onset dementia,” said dementia advocate Brian Van 
Buren. “I get comments all the time, ‘You don't look 
like you have Alzheimer's,’ and ‘You don’t talk like 
you have Alzheimer's,’ because people only think of 
Alzheimer's as someone in their 80’s on the verge of 
death — not realizing that more and more people are 
being diagnosed under the age of 60.”

Dementia experts urge a shift in how healthcare 
providers — and society as a whole — view dementia. 

“We need to move away from this framework of 
decline and behaviors, because that perpetuates 
the stigma of dementia,” said Jill Vitale-Aussem, 
president and CEO of The Eden Alternative, a global 
nonprofit providing education for organizations that 
serve elders. “I think it’s really important to reframe it.”

Power suggests re-defining dementia in order to get 
out of the exclusively biomedical framework.

“Instead of defining dementia as only brain disease, 
I define dementia as a shift in the way a person 
experiences the world around him or her,”16 Power 
said. “This takes it out of the realm of stigma and just 
looking at the biomedical deficits and losses, and it 
really looks at it from more of a disability focus.”

This approach encourages providers and care 
partners to acknowledge what people living with 
dementia are experiencing and think about how to 
best help them succeed.

“It has really taught me to focus on the experience of 
people instead of just trying to focus on what's the 
cause of things or substituting my own ideas about 
how needs change as we age,” Power said. 
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This revised definition also empowers people living 
with dementia and their families.

“It flips the hierarchy of expertise,” Power said. “If 
you only define dementia as this complex family of 
brain diseases, then whenever you have any kind 
of challenge, you're going to refer to a neurologist 
or psychiatrist because they're the only ones who’d 
understand it. But if you define dementia in terms 
of individual experience, then the person and those 
closest to him or her become the true experts.”

Power has found that adopting this philosophy and 
shifting away from an entirely biomedical framework 
can help reduce the reliance on pharmaceuticals and 
the use of chemical restraints.

“You’re actually leveraging the care teams, family 
members and the person’s input to decide the 
best course of action and not relying on the 
people who primarily dispense drugs,” Power 
said. “It really is a subversive definition, because 
it empowers the person living with dementia 
and those closest to him or her to find solutions 
to most of the day-to-day challenges.”

Stop the Stigma

Stigma plays a huge role in how society perceives 
dementia, and it often prevents people from living 
their lives to their full potential.

“Stigma leads to loneliness,” Wighton said. “It gets 
in the way of social participation because people 
don't think that you can do something or be a part 
of something — whether it’s a social gathering or a 
health research project.” 

Belleville has experienced stigma first-hand in his 
advocacy work. 

“It is automatically assumed that because you have a 
diagnosis you're not capable of having any kind of a 
voice or adding input in a meaningful way,” Belleville said. 
“It's extremely frustrating not being taken seriously.”

The stigma of dementia is even stronger in the older 
population, some advocates say. 

“A family member couldn't even say the word 
‘dementia’ and he felt that I've brought shame on 
our family because I've been public about having 
dementia,” Swaffer said. “My mother thinks it's the 
most horrible disease in the whole world.”

Stigma also prevents people from seeking help sooner 
and getting an earlier diagnosis, say dementia advocates. 

“Stigma keeps a lot of people away from our clinics 
until the disease has progressed quite a bit,” said 
Marreiro. “I think one of the big goals should be to 
lessen that fear and stigma, so we get people in as 
early as we can in the progression of their disease 
when we have the possibility of helping them to 
change the trajectory.”

Stigma also affects how care is provided for those living 
with dementia, especially in long-term care settings. 

“We make a lot of decisions based on stigmas and 
myths about [people living with] dementia — from 
underestimating their abilities and deciding we know 
what's better for them to over-emphasizing physical 
safety over freedom of choice,” Power said. “We have 
to constantly fight those stigmas.”

Ageism, which is defined as prejudice or discrimination 
based on a person’s age, fuels this stigma. 

“There’s this powerful intersection with ageism,” said 
Vitale-Aussem. “We've got to address ageism to 
address the stigma of dementia.”

“It flips the hierarchy of expertise,” Power said. “If you only 
define dementia as this complex family of brain diseases, 

then whenever you have any kind of challenge, you're going 
to refer to a neurologist or psychiatrist because they're the 
only ones who’d understand it. But if you define dementia 

in terms of individual experience, then the person and 
those closest to him or her become the true experts.”
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Ageism is pervasive throughout many long-term 
care settings, where organizations typically decide 
what is important to residents instead of asking them, 
explains dementia expert Daniella Greenwood, a 
consultant, speaker and author from Australia.

“People aren't moving in there to be bossed around; 
they're only moving in there because they can't live 
on their own anymore,” Greenwood said. “But as soon 
as they move in, it's like they've handed over their 
human rights and their consumer rights.”

For example, organizations often make decisions 
about what residents should eat, what they should 
do for recreational activities and when to contact 
family members about a resident’s health condition. 

“Concentrating on the experience of the people who 
are living there or receiving dementia services is 
really the only way to disrupt the current approach 
to care,” said Greenwood. “You have to find out what 
matters to them, and the fact that there hasn’t been 
much of a dialogue about this in the past really 
speaks to ageism.”

Another way to reduce stigma and ageism is to 
change the lens with which healthcare providers 
view people living with dementia. Dementia 
experts say it’s crucial to provide care in a way that 
sees and acknowledges the person first — and 
the disease second. This approach also takes a 
big step toward acknowledging human rights.

“One of the most important things is to treat the 
person living with dementia as a person,” said    
NYU’s Brody.

Brody suggests that providers start by changing 
the language they use. He always refers to his 
patient as “a person living with dementia.”

“I say ‘a person living with dementia,’ because 
dementia does not define them, but rather it's a 
condition that they have,” Brody explained. “When 
I hear someone say, ‘Go talk to the dementia 
patient in room five,’ that’s defining them as their 
disease and not treating them as a human being.”

Dementia experts and advocates also suggest 
shifting from the term “caregiver” to “care partner” 
in order to reduce stigma, as we have chosen to 
do in this paper. The term caregiver or carer (as 
is common in the United Kingdom and Australia) 
implies that the person living with dementia is the 
“taker,” explains dementia advocate Swaffer.

“There's this balance of power that immediately 
switches in families after a dementia diagnosis,” 
Swaffer said. “So, I call my husband a care partner, 
and that helps give us more of an even footing.” 

Another language change that some dementia 
experts recommend is using “dementia-
inclusive” rather than “dementia-friendly.” The 
term “dementia-friendly” can be patronizing, 
especially if people with dementia weren’t 
asked to provide their input, Power said.

Brody adds that the strategy of carefully selecting 
language applies not only to clinicians, but also to family 
and friends. People living with dementia embrace this.

“I expect people to honor my past and my present and 
understand that I am a person with a history that makes 
me who I am,” said Wighton. “I'm not just dementia.” 

This approach recognizes the personhood of people 
living with dementia, according to dementia experts 
and advocates.  It also respects their human rights, 
advocates say.

“I say ‘a person living with dementia,’ because dementia 
does not define them, but rather it's a condition that they 

have,” Brody explained. “When I hear someone say, ‘Go talk 
to the dementia patient in room five,’ that’s defining them as 

their disease and not treating them as a human being.”
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“Part of this huge shift is around ensuring that people 
living with dementia maintain their personhood,” Brody 
said. “If we treat them as people first and think about 
what they would want in that state and how we can 
enhance their quality of life, it completely changes 
the framework of how clinicians approach care.”

Dementia experts describe person-centered care as 
being unintentionally paternalistic. Person-centered care 
often involves substituted judgment, where the care 
team decides they know a person and will therefore 
decide how best to help the person, Power explained.

“It’s not the intent of person-centered care, but what 
can happen is that even though you are providing 
very individualized care, the person has no say 
in anything,” said Vitale-Aussem, who managed     
elder-care communities for 20 years before joining 
The Eden Alternative.

Providers note that it’s also still important to ask care 
partners what is important to them, especially in 
home settings. Failing to determine the patient and 
care partner’s priorities often leads to poor outcomes.

“If we don't address their priorities and find a way 
to frame health around the patient or care partner’s 
priorities, there's no investment on their part to actually 
do any of the things that we are suggesting.” Brody said.

Change can begin with one small step: Talking to the 
people who are living with the diagnosis to find out 
what's important to them and what their preferences 
are. It may sound simple, but it’s a major shift for 
most organizations.  

The Beatitudes Campus in Phoenix, Arizona made this 
change and saw very positive results, said Tena Alonzo, 
director of education and research at Beatitudes Campus.

“We used to have a rigid schedule and we provided 
residents with the kind of engagement that made 

sense to us with more of a group mentality rather 
than an individualized approach,” Alonzo said. “But 
then we totally flipped that.”

Beatitudes Campus created policies that embrace 
individual preferences. For example, residents can 
eat whatever they want, whenever they want. The 
staff also takes time to learn what types of things 
residents are interested in and to engage them in 
those activities, Alonzo explained. 

“When you start doing these things, people really 
want to live in that environment,” Alonzo said. 

Greenwood says there is a difference between a 
resident and consumer, and organizations need 
to remember that distinction when they assess 
residents’ preferences. For example, an assisted-
living community might advertise to appeal to 
Baby Boomer women who are making decisions 
about their parents. But they need to constantly be 
assessing what is important to residents.

“Your advertising has to catch the eye of your initial 
consumer, so you might say ‘We've got lovely 
outings, a happy hour and an artist studio,’ so that the 
consumer says, ‘Look at that! Mom would love that,’” 
Greenwood said. “Then, of course, Mom gets there 
and maybe she’s like, ‘Are you kidding me? I just want 
to watch TV for a bit.”

Finding Meaningful Purpose

Beatitudes Campus focuses on helping people 
with dementia live well through evidence-based 
practices, said Alonzo.

“We’ve learned over time that people living with 
dementia have an absolute right to live in an 
environment that supports them at all levels by 
taking into account not only their struggles, but also 
their skills that remain unaffected by dementia,” 

TRY THESE SMALL STEPS TOWARD CHANGE
• Take someone living with dementia out to lunch or to sit outside to chat. Observe, listen and 

learn from them. 

• Try experience mapping by putting yourself into the setting. Eat meals with residents and do 
a couple sleepovers to see how the environment really feels. 

• Form a focus group. Before you design something new or make changes, be sure to find out 
exactly how residents feel about it and take the time to understand why.

• Check your filters. What filters are you using to make decisions for people living with dementia?
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Alonzo said. “When we focus on the skills that remain 
intact, we’re able to create that sense of wellness 
that would not otherwise exist.”

For instance, a person living with dementia who 
can’t physically chop vegetables may be able to stir 
the pot or taste the food and tell if it needs more 
seasoning. If a person living with dementia can’t be 
involved in cooking, maybe he or she can set the 
table or help wash dishes.

“All those things are meaningful and they're part of 
real life,” Power said. “People need opportunities to 
contribute and to give care, as well as receive it. “

The Eden Alternative, which helps organizations 
shift their institutional framework to a person-
directed culture, focuses on creating a culture where 
residents can have an impact on their community in  
a meaningful way. 

In the past, it wasn’t uncommon to give residents with 
dementia tasks to keep them busy. A classic chore 
was to have a person fold towels, and then rumple 
them up and ask the person to fold them again. This 
is known as a “fake engagement,” Power explained. 

On the other hand, there are tremendous benefits to 
real-life engagements, for example with children and 
animals, dementia experts say. This is especially true 
when it is a long-term partnership, such as a daycare 
that is co-located with a senior center, a middle 
school that sends a class to learn at a senior center or 
college students who come each week to interview 
people living dementia about their life stories. 

Dementia experts say it’s crucial to help people living 
with dementia find meaningful purpose in real life.

For example, Vitale-Aussem once knew a resident 
who lived at a secure dementia community who was 

always disabling locks on the doors. They learned 
that he previously ran a maintenance department and 
realized he was searching for meaningful work. When 
they gave him meaningful chores, such as vacuuming 
and other maintenance chores, he was happier and 
more satisfied and stopped disabling the locks. 

“People are looking for an opportunity to have some 
sort of meaning,” Vitale-Aussem said. “It just takes time 
to figure out what that looks like for each person.”

For those living at home, it’s equally important to find 
meaningful purpose after diagnosis. 

“In the face of a progressive disease, it’s essential 
to help people live a life of meaning in spite of the 
progressive loss that they're experiencing,” Marreiro 
said. “People who are adequately supported can 
continue to find meaning and increase connection.”

Becoming a dementia advocate has been key to 
Laurie Scherrer in finding meaningful purpose in her 
life after her diagnosis.

“Throughout my career, I had a purpose in getting up 
and working every day,” Scherrer said. “When I was 
diagnosed and the doctor told me to go home and 
die, I lost my purpose until I found Dementia Action 
Alliance. When you are stimulated and encouraged, 
it changes your whole outlook and perspective and it 
makes you want to keep going.” 

Many people living with dementia said that after being 
diagnosed, they got involved in new activities, such as 
advocating, writing and speaking about dementia. For 
example, Van Buren got involved with the Alzheimer's 
Association immediately after his diagnosis. 

He soon began speaking to different groups, 
recently traveling as far as South Africa for a 
conference and serving on an advisory group 

“The Dementia Action Alliance considers us the experts as 
opposed to people with letters after their name,” Van Buren 

said. “They know what they know from books, but the reality is, 
they don't know what it feels like, or what it's like to have that 

kind of diagnosis and have to live with it on a daily basis.”
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for the Alzheimer's Association and the advisory 
council for Dementia Action Alliance. Van Buren 
is passionate about his advocacy work, especially 
through the Dementia Action Alliance.

“The Dementia Action Alliance considers us the 
experts as opposed to people with letters after 
their name,” Van Buren said. “They know what they 
know from books, but the reality is, they don't know 
what it feels like, or what it's like to have that kind of 
diagnosis and have to live with it on a daily basis.” 

Others living with dementia have found new ways 
to engage in activities they previously enjoyed. For 
example, Belleville, who had a long career as a 
telecommunications technician, began volunteering 
at a local senior center to help people with their 
phones, tablets and laptops. 

“I can’t multi-task anymore like I used to in my job, 
but I can fix one thing at a time,” Belleville said. “I can 
still do some of the things I enjoyed doing before, 
maybe just in a different way.”

Belleville is also involved with a company developing 
smart home technology to help people living with 
dementia stay in their homes longer.

For care partners, this might mean adjusting 
expectations about what someone living with 
dementia gets out of an experience. 

“You have to help them to be safe and to be delighted at 
whatever they can be delighted in — even if it’s different 
than how you experience something,” said Denise.

Denise recently took her mom, who has vascular 
dementia, to a play and found that they both enjoyed 
the experience immensely. 

“I don't know if she could understand the play at all, 
but there was interesting stuff going on in front of her 
eyes,” she said. “It was a beautiful set and there were 
all kinds of different emotions on the stage, and she 
had a whale of a time.” 

Afterwards her mom had a big smile on her face, and 
when Denise asked if she had enjoyed the play, she said, 
“It was magnificent, and they did a wonderful job with the 
uniforms.” Touched by the moment, Denise too smiled, 
as she knew her mom was referring to the costumes.

An Individual’s Rights

Respecting human rights involves much more 
than just honoring someone’s personhood. From 
hospitals to long-term care facilities, people living 
with dementia regularly experience violations of their 
human rights, say dementia experts and advocates. 

The erosion of human rights often starts with 
something as seemingly harmless as physicians and 
family members deciding they know what's best for 
people living with dementia. Providers and long-term 
care facilities tend to over-emphasize physical safety 
over personal freedom, advocates say.

The importance of safety is engrained in the 
healthcare system and necessarily so. However, 
dementia advocates say emphasizing safety over a 
person’s dignity is a common problem that people 
living with dementia experience. 

“When we talk to residents and family members, 
they tell us that they would rather risk the potential of 
falling than have a resident sit in a wheel chair for 12 
hours a day unnecessarily because someone is afraid 
of them falling,” said Marshall of Thrive Senior Living. 

Thrive Senior Living adopted a very different vision — 
called “Safety Third” — in order to elevate the experience 
for residents. Instead of making every decision through 
a lens of safety, Thrive uses a three-step approach to 
responding to a resident’s request. First: What is the 
resident asking for, and what choice are they trying to 
make? Second: What are the regulations or policies that 
stand in the way of the person making that choice? Third: 
What do we need to do to get as close to their choice as 
possible (if not 100 percent to their choice)?

Here’s a simple example. A resident at Thrive, who 
is in his 90’s and is diabetic, occasionally asks for a 
scoop of chocolate ice cream. Under the traditional 
safety-first model, the answer is no, because diabetic 
residents are supposed to get a sugar-free cookie for 
dessert. But in the Safety Third model, he is given the 
ice cream (after informing him and his family of the 
pros and cons).

The Safety Third model acknowledges the upside and 
downside of a risk, such as a diabetic eating ice cream.

“The upside is their choice is honored and they have 
dignity at the dining room table because they are able 
to eat the same food as their peers and not be isolated 
by a special diet,” Marshall said. “But we also talk about 
the downside with them, which is that even if you eat 
this only a few times a month, it might affect your blood 
sugar and we might have to adjust your medication.”

From a choice as simple as ice cream to something 
more complicated like a healthcare treatment option 
or a living arrangement, it’s important to help empower 
people living with dementia to make as many decisions 
as possible when they can, dementia experts say.

“It’s important to go through the filter of personal 
choice first, because every time you say “no” to 
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an older adult who is able to make his or her own 
decisions, there are consequences,” Marshall said. 
“The more choices we take away from them, the 
further isolated they become.”

Inclusion, not Isolation

Isolation is also a problem for people living with 
dementia who are often placed in secure (locked) 
memory care units, say advocates. Advocates say it’s 
another example of how ageism and the stigma of 
dementia drive society’s decisions about how to care 
for people living with dementia.

“If kids got dementia, you wouldn't be locking them 
up,” said Vitale-Aussem. “Parents would learn how to 
support the child, and teachers would mainstream 
them in classrooms with other children.”

Dementia experts say there is a major trend of creating 
inclusive environments in senior living and long-term 
care facilities. However, it’s still a contested topic 
among dementia experts and care facilities.

“There's a debate going on about whether it is 
better for people living with dementia to be living 
exclusively with other people living with dementia, or 
if they should be included with all other people,” said 
Cook, whose organization supports the continued 
discussion. “It's one of those debates that I think will 
continue to go on for a while.”

Many residential settings use an exclusive type 
of care where people living with dementia stay in 
secure (locked) areas called “memory care units” or 
“special care units.”  The idea is that the residents are 
kept safe and the organization can focus on meeting 
their specific dementia-related needs as effectively 
as possible in a nurturing environment. One popular 
model of exclusive care is the “Butterfly Model,” which 
was created by Dr. David Sheard in the United Kingdom. 
It is based on the idea that emotional intelligence is the 
primary competency in dementia care.

On the other hand, the inclusive model of care 
integrates people living with dementia with other 
residents in a residential setting, whether a nursing 
home, assisted living or another type of care setting.

“There's such a strong movement going on in 
the trend toward inclusivity for people living with 
dementia,” Vitale-Aussem said. “It's not widespread 
yet, but there are a number of organizations that are 
really driving this change with unlocking doors.”

The inclusive model of care can be more challenging 
to implement, say dementia experts. From risk 
management experts to concerned families, it can be 
a tough sell to convince people to unlock doors. 

“It’s easier to put people into communities, lock them 
up and decide they are safe,” said Marshall of Thrive. 

Thrive is focused on inclusion of people living with 
dementia.

“We're moving from a clinical experience to a human 
experience,” Marshall said. “It’s not uncommon to see 
people who are medicated, restrained, locked up and 
segregated because they are living with dementia, 
and we absolutely have to change that.”

Striving to Reduce Restraints

Restraints, both chemical and physical, continue to 
be a controversial issue in dementia care. Providers 
explain that they are sometimes necessary in an 
acute care setting to prevent people living with 
dementia from hurting themselves or others, while 
dementia experts and advocates say they are still 
over-used, especially in residential care settings. 

“A lot of people living with dementia are placed on 
anti-psychotics, which just sedate them and actually 
lead to greater risk of death and mortality, and cause 
worse quality of life,” Brody said. 

Dementia advocates and experts say they have 
worked hard to reduce the use of physical restraints 
in long-term care and hospital settings — and they 
have been successful. However, now they face a new 
challenge, that of restraints being sold on Amazon 
marketed at overwhelmed care partners who have a 
loved one living with dementia in their home. It’s an 
extremely disturbing trend, Cook said. 

“We wouldn't do this to our animals or our children, and 
yet we're doing it to the people who built this country,” 
said Marshall of the Amazon sales. “It's just absurd.”

In order to avoid the use of physical and chemical restraints, 
dementia experts say it’s essential to learn to communicate 
better with people living with dementia. People living 
with dementia may lose their ability to communicate 
verbally, but they are able to express their feelings and 
communicate their needs through their actions. Those 
working with people living with dementia need to be 
“willing to learn their language of actions,” Alonzo explains.

“This is absolutely critical in memory care because 
they do have a voice, but 70 percent of their 
communication is body language,” Marshall said.  
“The body communicates all day long.”

Marshall compares it to learning how to decipher       
a baby’s cues.

“Would you ever go into a NICU and see babies tied 
down at the ankles or at the wrists?” Marshall said. 



Elevating Experience for those Living with Dementia 19 

“They put soft little mittens on them, and they figure 
out what the baby is trying to communicate.” 

Marshall says this approach is very effective and should 
be taught to all people working in dementia care, from 
the acute care setting to residential care settings.

“When I hear people saying, "Oh, well, the residents 
in memory care can't tell us what they want,’ I call 
that B.S.,” Marshall said. “I can sit in a room with a 
resident in the last stages of dementia and tell you 
exactly what they want. And you can, too. It's not 
hard, but you just have to learn to be observant and 
look for the signs of communication.”

Brody says it’s also important to look for 
environmental causes of discomfort. For example, 
when the shades are closed all day in a residential 
care setting, residents may shift to being awake at 
night. Many people living with dementia are more 
sensitive to noise and light, and those we interviewed 
reported struggling with this in hospitals. 

“I’ve had cases where we just change the timing 
of things so that it works out better for the patient 
and we can avoid the use of medication, “ Lily Lee, 
a palliative care nurse practitioner, said. “We also 
need the family to help us understand the person 
living with dementia when they come to the hospital 
because they are often sick, scared and confused by 
all the unfamiliar faces.”

Pain is also a common underlying cause of agitation 
in people living with dementia. For example, they 
may become frustrated because they have arthritis 
pain that is not being managed, Brody said. The 
inability to verbally communicate pain is a major 
challenge for people living with dementia across a 
variety of care settings. 

“Physical pain is very under-recognized and under-
treated for people living with dementia,” Alonzo said. 
“We have to adopt tools that are observation-based, 
so that I can observe the person in pain and I can use 
a valid and reliable tool that will give me some insight 
into what I need to do about that.”

After determining what they are trying to communicate, 
it’s essential to make them comfortable, says Alonzo. 
People living with dementia may have trouble thinking 
and verbally communicating their needs, but their 
ability to determine if they are comfortable and their 
ability to feel emotions remains intact, Alonzo explains. 

“We've learned that when people living with dementia 
are comfortable, they live well, and how they feel is a 
lot more important than how they think,” Alonzo said. 

Alonzo’s organization developed the “Comfort Matters” 
program to educate interdisciplinary teams on how 
to best care for people living with dementia. “Comfort 
Matters” is a dementia care education and research 
program dedicated to improving the quality of care 
and quality of life for people living with dementia. 

“In my 35 years of practice, I have never had a family 
member say to me, ‘I don't want my loved one to be 
comfortable,’” Alonzo said. “It's usually the first thing 
they say that they want.” 

Making people comfortable and eliminating physical 
pain go a long way toward improving the experience 
of people living with dementia, Alonzo said. People 
living with dementia often reject care (such as a bath) 
because of fear and/or pain.

“They are really signaling to you that you're causing 
them physical pain or you're making them afraid, so 
when a staff member doesn’t understand that, we 
need to teach them,” Alonzo said. “If we eliminate 
their pain, we eliminate rejection of care.”

Supporting your staff

Learning how to interpret non-verbal communication is 
just one of many areas where training can benefit staff 
members who work with people living with dementia. 

In 2018, Massachusetts passed landmark legislation 
that requires physicians, physician assistants and 
nurses to get trained in diagnosing, treating and 
caring for people living with dementia before they 
can obtain or renew their licenses. It also requires 
hospitals that care for adults to have an operational 
plan in place for recognizing and managing 
individuals with dementia by 2021.

Dementia experts say that healthcare organizations 
around the world need to provide more training for 
staff, especially for non-clinical employees.

“When you have a brain condition, it is often part of 
the disease process to have psychiatric symptoms,” 
Marreiro said. “For providers who have a lot of 
experience and education in this, it’s fairly easy 
to cope with those symptoms, but it can be very 
challenging for front office staff.” 

Marreiro said it’s important for organizations to spend 
time educating all employees who have contact with 
people living with dementia. 

“It’s crucial that everyone really understand the conditions 
that our patients are dealing with, because living with 
dementia can be challenging,” Marreiro said. “It’s important 
to understand their emotions and always be empathetic.” 
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The focus on staff should be accompanied by a broader 
look at organizational changes, dementia experts say.

“If we really want people with dementia to live well, 
we not only need to change our staff practices, but 
we also have to change our systems,” Alonzo said. 

Another effective approach is to get boots on the 
ground by walking through an experience, not only in 
the shoes of a person living with dementia, but also 
in the shoes of employees who support them.

“If I’m trying to solve a problem in the dining room, 
I go meet with the whole team — greeters, servers, 
cooks, and dishwashers,” Marshall said. “It's not me 
in an office with a bunch of people in suits deciding 
what should happen in the dining room.”

Training doesn’t benefit only people living with 
dementia, it also benefits the staff.

“A training program like “Comfort Matters” is a win-win 
for staff, patients and families and patients because it 
makes life so much better for everyone,” Alonzo said. 
“If you're not walking into work and getting beat up 
or having someone cursing at you, then your work 
experience becomes a lot more pleasant.”

In addition to staff training, scheduling is also an area 
in need of transformation. Dementia experts say it’s 
crucial to create consistency in the staff schedules.

“When you're talking about people living with moderate 
to severe dementia, you're not having a conversation 
about improving quality or experience unless you 
guarantee 100 percent that they are consistently 
supported by the same people,” Greenwood said. 

People living with dementia have unique ways 
of conveying their needs and feelings, making it 
hard to capture these expressions unless there is a 
consistent care team, Greenwood explained.

This is one of the most basic, yet critical things that 
organizations can do to improve the experience of 
people living with dementia, says Power.

“It’s something that you rarely see being done to the 
fullest extent, but we really need to put our money 
where our mouth is about providing meaningful 
relationships,” Power said. “We need to have the exact 
same people caring for the exact same people all the 
time, not rotating every two weeks or every two months.”

In order to understand why this matters, Power 
suggests asking how many times would someone 
want to switch primary care physicians or hair stylists 
in one year? 

Similarly, Greenwood asks how many different 
people would someone want seeing or touching his 
or her naked body each year?

“There's an average in aged care of between 28 to 34 
different human beings who have access to any one 
resident's naked body over the space of a month — 
and that’s with a consistent team,” said Greenwood. 
“We need to take that down to four or five.”

Supporting Our Care Partners

With the focus on person-directed care and the 
quest to elevate the patient experience, it may be 
easy for the care partner to feel forgotten. People 
living with dementia, as well as providers, call for 
more support for care partners.

Wighton recalls how her partner, Dawn, struggled 
after Wighton was diagnosed. 

They were overwhelmed trying to process what the 
diagnosis meant for their family, their future and their 
finances, Wighton said.

Wighton’s doctor provided very little information 
about frontotemporal dementia, so they searched for 
resources on the Internet, but both felt very alone.

“You have to find a way to bring care partners some 
hope by having a team ready for them and having 
help that’s ready for them,” Wighton said. “You have 
to understand how hard it was for Dawn, because 
there was nobody there to help her and there was no 
one she could call.”

Wighton said Dawn called the Alzheimer's Society, 
and they sent someone to their home a few weeks 
later with a pamphlet on frontotemporal dementia. 
Dawn also eventually found a frontotemporal 
dementia support group.

“It’s important to not only help them learn about how 
to manage their role, but also help create a regular 
sense of community for them so they don't feel 
isolated in their role,” Brody said. 

Educating families about the disease process of 
dementia can also be very helpful. Many families 
struggle to understand and cope with the lived 
experience of a person with dementia.

“It’s very hard for families who don’t understand why 
their mom and dad will not listen to them or why 
their mom and dad is accusing them of stealing 
from them,” Lee explained. “Only by understanding 
how dementia affects the brain, how dementia 
affects impulse control and how dementia affects 
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A CARE PARTNER’S 
PERSPECTIVE
Denise, who prefers to use only her first name 
for this whitepaper, has been immersed in caring 
for her mother since had a stroke and fell and 
fractured her skull a few years ago at age 84. During 
the evaluation of her brain bleed, the neurologist 
discovered she also had vascular dementia.

Denise’s father was almost deaf and wasn’t able 
to adequately care for her mother after she was 
released from the hospital but was vehemently 
opposed to sending her to a nursing home. 
They had no family members living nearby, and 
Denise was the closest at almost 9 hours away.

They tried using home health nurses but didn’t 
find any who were diligent about her mom’s care.

“It was awful because they didn’t really attend to 
her and they were just sitting there,” Denise said. 
“She was incontinent and couldn’t dress herself 
and was up every half hour.”

Denise said she knew she couldn’t leave them 
together in their home anymore.

“That was when we realized that we were just 
going to have to bring them home with us,” 
Denise said. “So, in a three-day period they were 
uprooted from their home and the city they'd 
lived in for 65 years and moved to a new city 
where they didn't know anybody but us.”

They managed well in assisted living until 
Denise’s father died and it quickly became 
apparent how much he had been doing for his 
wife to help her with daily life. The stress and 
sadness of losing her husband also threw her 
mom off course, Denise said. They had to move 
her out of the assisted living section and into a 
memory care unit of the community.

The three years of caring for a loved one with 
vascular dementia have taken a toll on Denise and 
her family. Denise describes it as a “full-time job.”

“You have to create new ways all the time to 
kindly help them without infringing on their 
rights, while still keeping their dignity intact and 
giving them a sense of purpose and wellbeing 

for themselves at whatever level they are at,” 
Denise said. “It takes a lot of mental energy to 
creatively come up with that each day.”

For example, one day they were getting ready for 
church while Denise’s brother was in town visiting. 
Denise asked her brother to go see if their mom 
needed any help getting dressed. She emerged 
from the bathroom wearing a half-slip without 
any skirt, a fuzzy sweater and black shoes — 
eagerly asking how she looked for church.

Without missing a beat, her brother kindly told 
her it was too hot to wear a sweater, so she 
should try a different outfit.

“You have to be very careful of what you say 
and how you approach things so you don’t 
embarrass them,” Denise said. “Sometimes you 
just need to give them an out — like telling her 
it was too hot out — and gently help them get 
where they need to be.”

Denise said they faced many unexpected 
challenges along the way. One of the first shocks 
was learning that her parents both suddenly had 
no health insurance.  Nobody realized that their 
Medicare Advantage plans were location-specific 
and that they had lost access to care when they 
moved to live near Denise.

“They immediately got sick after moving here, 
and there we were with two of them suddenly 
with no insurance and no ability to help 
them,” said Denise, adding that it was a time-
consuming ordeal to get them re-enrolled in 
insurance.

Secondly, their lack of medical records was a 
major hurdle.

“When a person has dementia, they might not 
know their medical history,” Denise said. “I had 
doctors asking me what my mom was allergic 
to and whether she had her gallbladder taken 
out, but I hadn’t lived at home in 45 years and 
I had no clue. You've got to patch information 
together the best you can so that you don't get 
them accidentally killed by some medication 
they're not supposed to have.”

The legal and financial paperwork was also very 
overwhelming, Denise said.
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behavior, can they start to understand what they're 
experiencing at home.”

Denise, who has been caring for her mother who has 
vascular dementia for several years, said she has 
been faced with some of these same challenges, 
explaining that her mom has struggled with 
suspicion, anger and fear.

“The hardest thing emotionally and maybe mentally 
is that when a person has dementia, they can be 
different every day,” Denise said. “You never know 
what they're going to be like, so you have to figure 
out who they are that day and figure out how to 
respond appropriately.”

Education for care partners should focus on both current 
needs, as well as planning for the future, says Lee.

“As the disease progresses, the burden shifts more 
and more to the family as the person living with 
dementia needs an increasing level of support,” Lee 
said. “Families really need support for where they are 
at, but they also need help to prepare and understand 
the challenges they're likely to face down the road.” 

Families and care partners are always a priority at 
the Sutter Health’s Ray Dolby Brain Health Center, 
said Trisha Snee, Director of Ambulatory Clinic and 
Programs. The center has a team of social workers to 
help people living with dementia and their families.

“Our focus isn't just to take care of the patients, it's 
also to take care of their families,” said Snee. “We 
know it's not just about the diagnosis, but also the 
experience of a family having to weather this journey 
that they embark after they get this diagnosis.”

Being empathetic and providing emotional support is vital.

“I've had a lot of families where I just spend time 
holding their hands and talking about how things are 
at home and making sure they understand what their 
loved ones are going through,” Lee said. 

Organizations should consider how to best support 
care partners in ways that are most accessible for the 
care partners. 

“For some people it might be online education and 
for others it might be written material,” Cook said. 
“Support groups are wonderful, but sometimes the 
care partners just don't feel that they can leave the 
house, so they might need an online option.”

“I think the hardest thing sometimes is actually reaching 
care partners who really need that support,” said Cook.

“It was a nightmare basically,” she said. 

These days her mom is doing well and has 
settled in nicely to her living arrangement 
in a memory care unit. The setting is 
designed to help the residents as needed 
but allow them to have their independence 
as much as possible. They also do activities 
that promote each resident’s level of 
thinking, Denise explained. 

“It’s very slow-paced with lots of hugging 
and reassurance, and they're there to help 
with activities that the residents struggle 
with so that they can be as independent as 
possible,” Denise said. “It has been amazing 
for my mom, and she actually seems better 
now than she was before.”

They also found a wonderful general 
practitioner with a very kind nurse who both 
provide excellent care and make sure her 
experience is a positive one. Her general 
practitioner also makes visits to the unit she 
lives in to do check-ups and observe them 
in their home environment.

“He’s one of those doctors who just really 
has a big heart and is in the medical field 
because he really wants to be helping 
people,” Denise said. 

Denise said the day-to-day care team in 
her mom’s community, which is part of 
Thrive Senior Living, has been absolutely 
tremendous.

“I genuinely think that half of why Mom is 
doing so well right now is because of the 
very special and unusual people who work 
in the memory care unit,” Denise said. “They 
are people who are very patient, super 
gentle and kind and always willing to go 
that extra mile.”
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Flexibility is key when in determining how — and who 
— should reach out to care partners and families. It’s 
not a one-size-fits-all solution, Alonzo says. 

“Figure out who on your team is best to address the 
family’s needs, because it may not be the social 
worker, or the administrator or the nurse,” Alonzo 
said. “It may be someone else like the housekeeper 
or maybe the CNA (Certified Nursing Assistant), and 
then they can create the bridge so that the family can 
then come talk with the social worker.”

Call for Reimbursement Reform

Education and emotional support are crucial, but financial 
resources are often what care partners need most. 

The U.S. healthcare system uses reimbursement 
models that are based on providing medical services, 
but far fewer social services. Providers say their 
people living with dementia are able to get high-
quality, comprehensive healthcare but are left to 
fend for themselves when it comes to support in 
the home. The system creates an imbalance and 
incentive for people to seek medical care, while 
finding that many of the much-needed support 
services are simply unaffordable. 

“We really need to look at financially what we're 
able to provide to support care partners in some of 
our insurance plans, whether we're talking about 
governmental plans like Medicare and Medicaid or 
private insurance,” Cook said. “More often than not, what 
care partners really need in order to provide care is not 
supported in any way by insurance plans, and so care 
partners just don't have the resources to pay for the 
care and support that they need for their loved ones.”

Cook notes that the reimbursement model also 
makes it challenging for assisted living or other care 
settings to provide various types of enrichments and 
social services because those programs don’t fit into 
the reimbursement model.

This problem especially affects people living with 
dementia and their families, dementia experts say. 
As the population of people living with dementia 
grows rapidly, it will become increasingly important 
to adjust the reimbursement model to accommodate 
these needs, the experts added.

“There's always been more of a focus on clinical 
care than the other ancillary services in the 
reimbursement model,” Cook said. “When we're 
looking at people  living with dementia, their clinical 
needs may be quite minimal, but the other things 
that they need to be supported in life haven't 
necessarily been reimbursed.”

The current system sometimes forces people into 
drastic measures, such as spending down their life 
savings in order to get Medicaid and a home health 
aide, providers say. 

“The system just doesn't make sense,” Brody said. 
“My biggest frustration is around where we prioritize 
our spending and that we don't do enough with 
providing social support for families or care partners 
in order to help them be successful.”

Care partners also need resources to be able to step 
away from their job as care partner in order to take 
care of themselves. Adult day care centers, home 
health aides and other respite services could help 
address these needs, Brody said. 

The current system also drives decisions about 
moving into long-term care — often prematurely, say 
dementia experts. 

“There's a level of personal care services that are 
needed that just aren't reimbursed by insurance, 
so that leaves families and care partners in a really 
difficult position,” Cook said. “A lot of times people who 
are living with dementia move into care communities 
sooner than they would have wanted to because they 
can't get the level of care and support they need at 
home since there's no reimbursement for it.”

Dementia experts say it’s almost impossible to get 
insurance coverage for adequate support at home for 
people living with dementia, especially in the late stages. 

“We have a society that talks about how living at 
home is better, but we still have not changed the 
reimbursement model in our system,” Power said. 
“Some people end up in nursing homes and assisted 
living much sooner than they need to be because 
they just fall through the cracks.”
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Acknowledging Dementia as Lived Experience

Elevating the Experience for those         
with Dementia

Our society and our healthcare system must evolve 
in order to elevate the experience of people living 
with dementia. This is an increasingly urgent need, 
as the total number of people with living dementia 
worldwide is projected to reach 82 million in 2030, 
according to the World Health Organization.

Dementia experts and advocates say there are many 
things that can be done fairly quickly to improve the 
experience of people living with dementia — from 
eliminating rigid schedules in residential settings to 
urging healthcare providers to speak directly to a 
person with the diagnosis (rather than only addressing 
their care partner). One of the most important, 
immediate fixes is to create a consistent staffing plan 
where the same employees take care of the same 
people living with dementia.

“It's almost sadistic when you think about it. We take 
people who are forgetful and we constantly provide 
them with new faces and new people who are 
providing intimate personal care,” Power said. “We 
wouldn't do that to anybody else, and you or I would 
never accept that for ourselves.”

Educating employees — from the front office staff 
to physicians — is crucial and doesn’t have to be 
incredibly time-consuming. But it is urgent.

“Given how the numbers are going, it’s going to be a 
crisis, and they will need to have staff who knows how 
to work with people living with dementia and really 
have a deeper understanding of it,” Van Buren said.

From changing the way a dementia diagnosis is delivered 
to training staff on how to communicate non-verbally with 
people living with dementia, healthcare organizations and 
long-term care communities have many opportunities 
to quickly improve the current conditions that people 
living with dementia experience. However, broader 
organizational changes will also be necessary.

“Deep organizational transformation and personal 
transformation of everybody who works there are 
essential,” said Vitale-Aussem. “That's when you start 
to really shift things, and then you can use all the 
other tools as they're intended to be used, rather 
than as quick fixes.”

It will also be increasingly important to find new 
ways to help families who have a loved one living 

with dementia — from educational resources 
to financial support. These needs will grow 
exponentially as the Baby Boomers age and more 
people are diagnosed with dementia. 

“Even though home care is, in many ways, much 
preferable to living in a nursing home, our healthcare 
system does not provide the kind of support to give 
people what they need in order to stay at home,” 
Power said. “There are a lot of things we need to 
do as a society to better support aging and living 
with dementia in the community as opposed to just 
sending people off to formal care settings.”

Keeping an open mind is also key to fostering 
change in organizations.

“There's a tendency sometimes, to say ‘This is how 
we've always done it,’ but don’t do that,” Alonzo said. 
“Embrace what is new and become addicted to 
finding out what the latest research is and learning 
from it. If this isn’t your bailiwick, then find someone 
else to help you do this.”

Change the Lens

One way to embrace something new is to reexamine 
the definition of dementia.

When dementia is viewed through an exclusively 
biomedical framework, it limits our understanding 
of dementia and what the condition actually means 
for people living with dementia. It also narrows our 
perception of people who are living with dementia 
by focusing on what skills they may have lost, rather 
than what they can still do and still experience.

Changing the lens through which we view dementia 
to one that is experience-based gives a fresh 
perspective and a more comprehensive view. Power 
suggests defining dementia as “a shift in the way a 
person experiences the world around him or her.” 
This removes the focus on the lost abilities and looks 
at the condition as more of a disability, while also 
reducing stigma and ageism.

“Ageism is at the root of what people living with 
dementia are experiencing — and it's playing out in 
every environment,” Marshall said.

Perhaps most importantly, this experience-focused 
definition empowers people living with dementia 
and their families.
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“When you define dementia as experience, the 
person and those closest to him or her become the 
true experts,” Power said.

Dementia experts and advocates agree that there 
is a tremendous need to focus on the dementia 
experience in order to help people understand 
dementia better, as well as to help those living with 
dementia cope with its progressive nature.

“Every time somebody loses an ability, it's almost 
like a dagger to the heart, so we have to help 
people reframe this,” Alonzo said. “We can't yet cure 
dementia, and we can't yet prevent it, but what we 
can do is create the strategies to help people live 
well and live fully. We have the power, the ability 
and the knowledge to do this and the evidence that 
supports it.”

This goes hand-in-hand with another important 
mindset: Providing care in a way that sees and 
acknowledges the person first — and the disease 
second. People living with dementia say this is one 
of the most important changes that can be made 
across all types of care settings. Seeing the person 
first acknowledges their personhood and their 
human rights, while also enhances our ability to learn 
how people with dementia are living very full and 
meaningful lives. 

“Organizations who really do a great job of getting 
to know a person seem to be able to offer the 
best types of services and the best type of care 
and support,” said Cook, adding that this takes a 
substantial amount of time to do.

Flexibility is key, say advocates. 

“Everything cannot be formulaic saying you need 
X number of nurses for memory care, and it cannot 
always be about the money,” said Denise. “This is 
about individual people who are very vulnerable and 
sometimes very fragile, and our country needs to 
learn how to honor them.”

Listen and Learn

Listening is one of the simplest, yet most important 
aspects of improving the experience for those 
living with dementia. Experts and advocates say it’s 
essential to listen and learn from those living with 
dementia in order to provide the best possible care. 
From heeding the advice of dementia advocates to 
implementing person-directed care in various types 
of care settings, there are countless ways to start 
paying attention and taking action.

“The folks we serve who are living with dementia are 
our greatest teachers,” Alonzo said. “Every day they 
show us how to do this in a way that is meaningful, 
one person at a time.”

Lee, a geriatrics nurse practitioner who previously did 
home visits for homebound seniors, agrees.

“People living with dementia have helped me learn so 
much, and really understanding their perspective is 
how I can stay focused on what they need,” Lee said.

Learning to understand non-verbal communication can 
help reduce reliance on chemical and physical restraints.

“They might not be able to use words like, ‘I've got to 
go to the bathroom,’ or, ‘I'm in pain,’ but in the hospital 
when people are being tied down, they're telling you 
something, and it's not, ‘Please tie me down,’” said 
Marshall. “Their body is communicating something, 
and you have to learn how to listen to it.”

People living with dementia say they want the world 
to know that they are eager to share their insights, 
whether by serving on an organization’s advisory 
panel, having an informal chat with a healthcare 
provider or speaking on a panel at a conference.

“It sounds so simple, but just sit there and listen,” 
Belleville said. “Don't take us for granted, and don’t 
assume that we're not still capable, because we have 
a lot to offer and could help in many different ways.”
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Opportunities for Action

The amount of people living with dementia 
worldwide is staggering with expected increases in 
the number of cases globally each year. What we 
learned from people living with the disease as well 
as from thought leaders on this topic is that there are 
opportunities for action to elevate the experience for 
those on both sides of the dementia journey. Essential 
actions reside at multiple points of entry, mainly at 
intersecting viewpoints of humanity, society, and 
direct care support. Below we offer opportunities that 
can bring a greater understanding of dementia in 
order that we not forget this population who deserves 
the chance to live full lives in spite of their diagnosis.

1. Place human rights and personhood at the 
forefront of care for those living with dementia

• Value each individual as a human being without 
diminished respect based on their diagnosis.

• Overcome ageism, which only removes an 
individual’s decision-making capability and 
consumer rights.  

• Extinguish any stigma that perpetuates false 
assumptions about physical and mental 
abilities of those living with dementia. 

• Create inclusive living environments that 
integrate individuals living with dementia 
and those without.

• Don’t lock up or isolate people as a solution 
to their disability.

• Reduce the use of physical and chemical 
restraints which violates basic human rights. 

• Establish alternative, non-drug interventions 
to help maintain one’s sense of personhood.

2. Support societal changes aimed at improving the 
experience for people living with dementia

• Promote policies that will improve 
reimbursement models to cover social 
services in addition to medical services.

• Advocate for reimbursement models for at-home 
care to reduce the financial burden on families.

• Encourage greater diagnostic support and 
referrals to connect  individuals and families 
at time of diagnosis to mitigate associated 
fear and confusion.

• Create cultures that help people living with 
dementia find meaningful purpose in life 
by providing opportunities to engage skills 
unaffected by the disease.

• Empower those living with dementia to share 
their lived experiences through advocacy 
organizations, so society as a whole can 
listen and learn.

3. Apply a person-directed approach to caregiving 
and support systems

• Be alert to environmental sensitivities 
for those living with dementia like harsh 
lights and sounds, long waiting periods or 
cumbersome processes.

• Understand the stages of dementia and 
support quality of life at diagnosis instead of 
pushing one to “get your affairs in order”.

• Provide consistency in the care team to create 
familiarity for the patient and reduce stress.

• Educate care partners at diagnosis and 
continue through disease progression.

• Advocate for changes in how a diagnosis is 
delivered from one that lacks encouragement 
and hope to one that teaches people how to 
live well with dementia.

When we make the intentional choice to understand 
dementia as experience beyond illness, when we 
work with intention to hear from and engage those 
who live with and support those living with dementia 
as partners, we work to shift the paradigm. What 
will be a growing reality can also be addressed with 
dignity. What has been a word often whispered or 
stigmatized can be seen as one in which purpose 
and humanity can be found and elevated. In our 
willingness to acknowledge this perspective, we 
honor and support all who are impacted by and 
impact the care of those with dementia every day. 
More so, when we strive to elevate the experience 
for those with dementia, these are not acts that go 
unnoticed or are even in vain, but at their purest 
reflect the true essence of all it means to elevate the 
human experience in healthcare and beyond. Every 
one of us deserves no less.
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