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Support for Those Living with Dementia 

and Their Caregivers

In 2015, an estimated 46.8 million people in the world were living with 
dementia.1 That number is expected to nearly double every 20 years, and 
by 2050 is projected to reach 131.5 million.2 Forty-nine percent of the 
new dementia cases are seen in Asia, 25 percent in Europe, 18 percent in 
the Americas, and 8 percent in Africa.3 In 2015 the global costs of demen-
tia were estimated to be US$818 billion, which represents a 35.4 percent 
increase since 2010.4 In the US, the annual cost of dementia care is esti-
mated at US$159 to US$215  billion5 and is projected to grow to 
US$1.1 trillion by 2050.6 Most dementia care costs can be attributed to 
long-term care and not medical care. Institutional and informal home 
care is responsible for 75 to 84 percent of the total costs of dementia.7

 Caregiving

Dementia is one of the leading causes of disability and dependency for 
older adults worldwide.8,9 Approximately one half of those in need of 
caregiving have dementia.10 In the next decade, the US will need  
1.3 million more paid caregivers.11 The approaching need, combined with 
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the caregiver shortage that already exists, will present care challenges that 
could place an even larger burden on the shoulders of informal caregivers.

Informal caregivers are family or relatives, mostly female,12 who pro-
vide unpaid care and support. Informal caregivers face financial, emo-
tional, and physical strain. They are more likely to experience physical 
health problems, depression, and anxiety.13 Some are forced to leave the 
workforce. Sixty-eight percent of family caregivers in the US reported 
that they had to make work accommodations including retiring, working 
part-time, or taking time off.14

Informal caregivers provide the bulk of dementia care.15 Thirty-four 
percent of the informal caregivers in the US are 64 or older.16 Dementia 
care exceeds the demands of many other chronic conditions. Those with 
dementia require more assistance with activities of daily living17 and can 
exhibit emotional behaviors that are unfamiliar and difficult to manage. 
Most informal caregivers are not prepared, nor do they have the training 
for the tasks needed to provide the necessary care.18,19

In 2010, of the adults age 70 and older who received informal care, an 
estimated 3.6 million had cognitive impairment that was likely demen-
tia.20 In 2016 informal caregivers in the US provided 18.2 billion hours 
valued at over US$230 billion.21 More than 40 percent of the costs of 
dementia care globally can be attributed to informal caregivers.22 This is a 
valuable cost savings to public and private healthcare insurers. With this 
knowledge, insurers and managed healthcare systems have a vested interest 
in supporting informal caregivers. Support for informal caregivers has 
shown to improve well-being for the caregiver and the person living with 
dementia.23 Caregiver support has also shown to delay institutional care.24

There is no drug yet available that can prevent or cure dementia, but psy-
chosocial interventions have been proved to have a significant positive 
impact on persons with dementia and their caregivers. (Dr. Mary 
S. Mittelman)

 Dr. Mary S. Mittelman, NYU Caregiver Intervention

Mary Mittelman is the director of the Psychosocial Research and Support 
Program at the Center for Cognitive Neurology at New York University. 
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She is also a research professor at the Department of Psychiatry and the 
Department of Rehabilitation Medicine at NYU School of Medicine.

Along with an expert team, Mary developed the NYU Caregiver 
Intervention in her lab at the NYU School of Medicine. The evidence- 
based intervention provides psychological support to the informal care-
giver for someone living with dementia. The intervention includes two 
individual counseling sessions, four family counseling sessions, weekly 
support groups, and “ad hoc” counseling available by phone to the family 
and caregiver. Counselors offer support to the caregiver and the family 
throughout the course of the caregiving journey and up to two years after.

Everyone is interested in research on drug trials and how drugs can improve 
cognitive function. I think that we should be equally concerned with well-
being and quality-of-life for those with dementia, their caregiver, and their 
family.

The initial research of the intervention began with a randomized control 
trial in 1987. The caregivers in the treatment group experienced positive 
outcomes including fewer symptoms of depression, increased satisfaction 
with support from family, less reactivity to the person who they were car-
ing for, and improved physical health. Another notable outcome was that 
the caregivers in the treatment group were able to keep their family mem-
ber at home for, on average, one and half years longer than those in the 
control group.

The intervention has been well documented in peer-reviewed jour-
nals.25,26,27,28 Since the initial research, there have been many well- documented 
translations of the intervention in the US.29,30,31,32,33 Other translations were 
conducted in the United Kingdom, Israel, and Australia. In 2015, New York 
State Governor Andrew M. Cuomo granted NYU Langone Medical Center 
US$7.5 million to launch the Family Support Program, making the NYU 
Caregiver Intervention available to residents throughout New  York City 
who are caring for someone with dementia. Mary and her team are planning 
to serve 600 caregivers annually in this program.

In her interview, Mary compared the intervention to a cake. Leaving 
out an important ingredient or changing the timing or dosage will not 
result in the cake you had planned. Mary explained that the most 
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important component of the intervention is family involvement. The 
ability of the caregivers in the treatment group to keep their family 
member home for a year and a half longer than those in the control 
group was due to their social support, emotional support from family 
and friends, assistance from family and friends, and the number of peo-
ple  the caregiver felt close  to. Those who have tried to replicate the 
intervention without the family piece have not realized the successful 
outcomes.

An unsuccessful replication led Mary and her team to write a book 
entitled Counseling the Alzheimer’s Caregiver: A Resource for Healthcare 
Professionals.34 Mary and her team also decided to develop an online 
training course to ensure the validity of future replications. The training 
incorporates videos of case studies along with text and video commen-
tary. Today, anyone in the world looking to offer the NYU Caregiver 
Intervention has the tools to do so.

Mary and her team were concerned that family members who wish to 
participate  might have issues with traffic and transportation, varying 
hours of availability, or could live in other state or even country. Those 
concerns led to the creation of a videoconferencing version of the 
intervention.

It is time that insurers understand the importance of treating the 
caregiver.

When a caregiver feels lower levels of stress and depression, they make 
less use of the healthcare system for their own needs. This represents a 
cost savings to the insurer. The other substantial cost savings results from 
the ability of the caregiver to keep the family member home for a year 
and a half longer. Mary is convinced that the intervention should be 
reimbursed by insurance. Recently there was a letter circulating in the 
Senate that explained the importance of caregiver support. That letter 
mentions the New York University Caregiver Intervention. It is our hope 
that the increasing awareness of the value of supporting the caregiver of 
someone with dementia will influence insurers and managed care provid-
ers in the US and healthcare systems worldwide.
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Those living with dementia, their caregivers, and their families benefit 
from services, education, and supports. Professionals of all disciplines 
who work with people living with dementia need dementia-specific train-
ing to better serve their clientele (See Fig. 8.1).

 Jed A. Levine, CaringKind

Jed Levine is the Executive Vice President and Director of Programs and 
Services at CaringKind in New York City.

For more than 30 years, CaringKind has been providing free educa-
tion, support, assistance, and training for those living with early stage 
dementia and their caregivers. Approximately 15,000 people, including, 

Fig. 8.1 CaringKind entrance welcome
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trainees, volunteers, support group members and those seeking other ser-
vices, walk through the CaringKind doors each year. CaringKind also 
trains and educates professionals who serve those living with dementia. 
They offer approximately 90 support groups that are held throughout 
New York City in community centers, hospitals, churches, synagogues, 
nursing homes, and community-based organizations. CaringKind also 
operates a 24-hour telephone hotline that receives approximately 750 to 
900 calls each month. The employees manning the call line provide com-
fort and connect callers to additional supportive services.

We recognize that the person receiving the diagnosis and their family are in 
a lot of emotional pain. Sometimes they are paralyzed with fear and the 
feeling of helplessness. Most people do not know where to begin. If they 
call us for information and direction, they also receive validation for what 
they are experiencing. We assure them that they do not have to face the 
challenge alone. (Jed A. Levine)

 Mission

In his interview, Jed explained that the funding for CaringKind is approx-
imately 85 percent philanthropic and 15 percent governmental and other 
sources. Many of the CaringKind board members view their service as a 
personal mission because the disease has touched their family or friends. 
A personal connection to dementia can unite a group or organization 
through a shared mission. With the growing rates of dementia, it is likely 
everyone will eventually share this personal connection.

 Minorities and Dementia

Jed mentioned that CaringKind was making strides in their efforts to reach 
minority communities. When Jed joined CaringKind, he was dedicated to 
making sure that anyone in need of CaringKind’s services would be sup-
ported by someone who speaks their language and understands their cul-
ture. Chinese immigrants represent the second largest group of foreign 
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citizens in New York and they are projected to eventually take first place 
over Dominican born residents.35 CaringKind has a full-time outreach 
manager in the Chinese community to raise the visibility of the disease and 
encourage people to engage with the supports available to them. CaringKind 
has made such strides within the Asian community that they have hired a 
full-time social worker to support the Chinese families seeking assistance. 
They have also hired a trainer who speaks Cantonese and Mandarin to 
teach workshops and training to families and caregivers. CaringKind has 
made the same inroads with the Latino Community.

African Americans are more likely to develop Alzheimer’s than Whites 
with estimates ranging widely from 14 to 100 percent.36 They are also 
twice as likely to develop late-onset Alzheimer’s and are less likely to seek 
a diagnosis of their conditions.37 Jed noted that it took CaringKind lon-
ger to establish trust within the African American community than any 
other communities they serve. It took the outreach manager five years to 
convince the African American communities to trust that CaringKind 
would be there to support them. Now African Americans attend 
dementia- specific legal and financial workshops and use the social work 
and supportive services at CaringKind.

 The Early Stage Center

The Early Stage Center fills the gap between those who cannot function 
independently in programs designed for people without dementia and 
those who have not yet progressed to the stage of needing adult day pro-
grams. It also fills the need for social interaction in a safe and accepting 
environment. Support groups enable participants to share their fears and 
grief. Jed mentioned that participants create empowering connections 
through their shared experiences. They laugh and they cry but leave feel-
ing supported. Many participants have not yet told their family or friends 
that they have been diagnosed. Jed noted that it is a powerful experience 
to hear people tell their story publicly for the first time.

The Early Stage Center connects their members to art museums, his-
torical museums, botanical gardens, and musical performances. The 
events are socially and culturally enriching experiences. Jed mentioned 
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that music and art have a special connection into the brain of those living 
with dementia. The Early Center also has a variety of programs including 
meditation, yoga, art, film, theater, and photography. The photography 
program is popular because the photos are often stunning and are taken 
by both experienced and novice photographers. Geri Taylor, a participant 
of the photography program, allowed a New York Times reporter to docu-
ment her journey with Alzheimer’s for two years.38 Providing supports 
and services for someone living with dementia is important, but it is also 
essential to train the healthcare workforce  serving those living with 
dementia.

 Workforce Training

One cannot underestimate the importance of training the healthcare 
workforce in dementia care and communication. The US is already lack-
ing in a workforce trained in dementia, and the shortage of physicians, 
nurses, and social workers is expected to continue to rise.39 CaringKind 
offers dementia training to professionals, including homecare workers, 
certified nursing assistance, and people working in long- term care. They 
also provide education to nursing and social work schools. CaringKind 
has an education program for chaplains who wish to learn more about 
dementia so they can better serve the spiritual needs of their congregants 
with dementia.

 Financial and Legal Planning

Jed described that, in the US, legal and financial planning is important 
for those with dementia and their families. It is not uncommon for one 
spouse to spend down their savings and even lose their home to pay for 
long-term care for their spouse with dementia. This leaves the surviving 
spouse financially insecure. It is estimated that 20 percent of those car-
ing for someone with dementia go hungry because they cannot afford 
enough food.40 In other cases, the spouse who handles the finances is 
the one with dementia, making them vulnerable to scams and risky 
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financial decisions. CaringKind connects their clients with experts in 
these areas for financial counseling. CaringKind also connects families 
to attorneys for guidance in durable power of attorney and estate 
planning.

 Respite

Respite provides caregivers a temporary break while someone else assumes 
the care responsibilities. Respite varies in duration from an hour to run 
errands to several days to take a vacation. Respite can result in lower levels 
of caregiver burnout and better care for the person living with dementia. 
CaringKind offers respite services to their members. Social workers also help 
members to design a long-term care plan with scheduled respite periods.

 Palliative Care Pilot Program

CaringKind is dedicated to raising the awareness of palliative care for 
those living with dementia. They conducted three pilot programs of the 
Beatitudes Campus Comfort Matters™ palliative care model41 in three 
nursing homes in New York including the Isabella Geriatric Center, The 
New Jewish Home, and Cobble Hill Health Center. The pilot involved a 
two-year training and integration plan with the goal of certifying the 
three providers in Comfort Matters™. Jed is convinced that this model 
can transform the lives of those living in residential care.

 Wandering

Sixty percent of those with dementia will wander, and all people with 
memory challenges are at risk for wandering.42 Some claim that dementia 
wandering is driven by desire for those living with dementia to return to 
their younger days.43 If they were ranchers, they might wish to go out-
side each morning to check on the cows and if they were homemakers, 
they might wish to leave to drive their children to and from school and 
activities. In Chap. 2 we examined person-centered methods to alleviate 
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the desire of residents in long-term care to wander. Prevention may be 
more difficult with untrained caregivers in the home. When the person 
living with dementia wanders and becomes disoriented or confused, he 
or she will not be able to find their way home. This elopement can  present 
many dangers for the person with dementia and much stress for their 
families and caregivers. CaringKind has a low-tech, high-impact program 
for finding people with dementia after they have wandered.

 Elizabeth Bravo Santiago, CaringKind

Elizabeth Bravo Santiago is the Director of the MedicAlert® NYC 
Wanderer’s Safety Program at CaringKind.44

The MedicAlert® NYC Wanderer’s Safety Program is a collaboration 
between the New  York City Police Department, the New  York City 
Office of Emergency Management, the New York City Department for 
the aging, the Port Authority, the Transit Authority, the New York City 
Police Department Housing Bureau, other responders, and CaringKind. 
The mission of the program is to locate people with dementia who have 
gone missing. Approximately 21 searches arise through the MedicAlert® 
NYC Wanderer’s Safety Program monthly. Elizabeth also coordinates 
with the police department’s Silver Alert system, which is an alert for 
missing people who are 65 or older. Elizabeth assists in finding an average 
of 40 people each month through the two programs. In her 13  years 
directing the program, all but two people were found alive.

 How the Program Works

When a person has wandered, a family member or caregiver calls 911. The 
police department takes a report and sends it to the Missing Persons detec-
tive unit. The detective then visits the home of the missing person to learn 
more information from their family and or caregiver. The detective can-
vasses the appropriate area and alerts the other police departments about 
the special missing person. They also contact MedicAlert®, who contacts 
Elizabeth. The wanderer does not have to be one of the 25,000 people 
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that are enrolled in the program through CaringKind. Elizabeth reaches 
out to the incident reporter, who is often the caregiver, to gain additional 
information and to provide emotional support. She explains that it is not 
the fault of the caregiver and that she understands the challenge of caring 
for someone with dementia. During her conversations with the caregiver or 
family, Elizabeth learns the patterns that the wanderer exhibited in the past 
that provide clues as to where he or she has gone. Elizabeth then posts the 
missing person bulletin on social media. Elizabeth noted that many wan-
derers forget their names and phone numbers. Sometimes female wander-
ers will revert to their maiden name. In anticipation of the confusion, 
Elizabeth collects all possible options from the family and forwards the 
information to hospitals and police departments.

I play the role of advocate and provide support for the caregiver.

Elizabeth gives the caregiver or family member her mobile phone num-
ber and remains an around-the-clock source of reassurance throughout 
the search process. Elizabeth mentioned that she reminds the caregiver or 
family member to take care of him or herself during the stressful time and 
to ask friends and family for support. The average length of time a wan-
derer is lost ranges from 48 to 72 hours.

I treat caregivers as though they were my family members.

MedicAlert® is a national database that registers the health history and 
contact information of those enrolled. Healthcare and law enforcement 
professionals are trained to recognize the bracelets  and  necklaces. 
Elizabeth encourages all of the CaringKind clients to enroll in the 
MedicAlert® program. CaringKind will occasionally help with the cost of 
enrollment when needed (See Fig. 8.2).

The MedicAlert® NYC Wanderer’s Safety Program is also useful in the 
event of a disaster. Elizabeth shared an example of the large explosion that 
occurred one day in New York City. Police immediately called Elizabeth 
to determine whether any of the residents near the explosion had demen-
tia so they could locate them and make sure they were safe. Elizabeth 
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stayed in touch with the police and the family until the people with 
dementia were located.

 Case Studies

Caregivers of those enrolled in the program also wear a MedicAlert® 
bracelet or necklace with information of the person living with dementia. 
One day, after visiting the Veterans Administration Hospital, a husband 
with dementia and his wife boarded the bus home. The wife was exhausted 
and fell asleep during the bus ride. When she awoke, her husband was 
gone. The wife was in a panic when she approached the bus driver to ask 
whether he had seen her husband leave the bus. Her English was broken 
at best. She gave her necklace to the driver who then knew to call the 
police and report the man missing. The husband was found at a local 
hospital before the day ended.

MedicAlert® is an international program, which was useful to Elizabeth 
when a person with dementia from New York City walked into a beauty 
parlor in Jamaica. He told the owner he was waiting for his wife, but 
when it was time to close the shop, the owner became concerned. She 
noticed his bracelet and contacted MedicAlert® who then contacted 
Elizabeth. The family had notified Elizabeth that they would be in 
Jamaica on vacation so she was prepared. Elizabeth called the family and 
they retrieved their dad.

Fig. 8.2 MedicAlert® bracelet and necklace
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I wish people would understand that low-tech solutions can have great 
impact. The person reading the MedicAlert® bracelet or necklace does not 
need anything more than the ability to read. Our system is simple, but it 
works.

 Program Staffing

The CaringKind Wanderer’s Safety Program has only two employees 
other than Elizabeth. This program is inexpensive for CaringKind to 
operate, but it has meaningful impact.

Dementia-friendly clinical settings can also have meaningful impact. 
When the care systems and clinical settings are designed with the cogni-
tive challenges of someone living with dementia in mind, they can help 
mitigate adverse physical and emotional events.

Every time you change the place or the people who are interacting with the 
person with dementia, disorientation and fear increases. We need standard-
ized models of care that address changing caregivers and locations for 
dementia patients. (Davina Porock)

 Davina Porock, PhD

At the time of her interview, Davina Porock was the Vice Provost for 
Faculty and Administration at Lehman College, City University of 
New York. She has practiced nursing and conducted dementia research 
nationally and internationally.

In her interview Davina highlighted the importance of not moving 
people with dementia around as much as other patients in the hospital 
setting. Those with dementia become easily disoriented and frightened 
when moved into a loud emergency department and then into a new 
room on another floor, and then around for different tests and proce-
dures. Davina suggested providers should adjust their systems to enable 
patients with dementia to be in one quiet place as much as possible.
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Davina also described how the built environment within a clinical set-
ting can support patients with dementia. People with dementia have visual 
spatial challenges. Davina gave an example from a long-term care facility 
in the United Kingdom where she had previously worked. The bathrooms 
were all white. Patients were unable to find exactly where the toilet was 
and often ended up sitting in the wrong place, resulting in discomfort or 
a fall. When they changed the toilet seat to black, this issue was resolved.

Patients with dementia often like to walk around. The management of 
a long-term care facility that Davina worked for installed pictures at the 
end of each hallway that changed electronically to keep people occupied 
and to make the walk more interesting. The management also simplified 
the signage and made it yellow and black, which is the last color differ-
ences that can be seen by someone with dementia. The signs were hung 
at eye height so people did not have to look up for them.

These methods resulted in lowering the length of stay for people with 
dementia. Normally a person with dementia, who presents with the same 
illness or injury of a person without dementia, will stay longer in a care 
facility. With the dementia-friendly interventions, Davina and her team 
were able to make those stay times equal.

Dementia-friendly clinical settings are growing in importance as the 
rates of dementia continue to multiply. They are steps toward building a 
society that is welcoming and inclusive for those living with dementia. 
The Dementia Action Alliance45 is dedicated to building a  dementia- 
inclusive America.

We are trying to respectfully disrupt the beliefs, attitudes, and practices 
about dementia in our country. (Karen Love)

 Karen Love, Jackie Pinkowitz, and Lon Pinkowitz, 
The Dementia Action Alliance

Karen Love is the Founder and Executive Director, Jackie Pinkowitz is 
the Chair of the Board, and Lon Pinkowitz serves on the Board of 
Directors of the Dementia Action Alliance (DAA).

The Dementia Action Alliance envisions a society where dementia 
symptoms are better understood and accommodated as a disability, and 
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individuals and families living with dementia are fully included and 
supported.

The DAA is a diverse coalition of passionate people, organizations, 
companies, and communities that are “committed to creating a better 
society now for individuals to live with dementia.” The Alliance enables 
numerous learning exchanges among diverse stakeholders, including 
those living with dementia, through:

• The Advisory Council of persons living with dementia symptoms pro-
vides guidance from the perspective of their lived experience. Their 
insight and input are crucial to the vision, mission, and goals of the 
Dementia Action Alliances.

• The Scientific Advisory Board is comprised of professionals with 
diverse knowledge and expertise about person-centered dementia care 
and services across research, policy, and practice. The board provides 
technical, clinical, and scientific guidance for advancing Dementia 
Action Alliance initiatives.

• Workgroups: Optimizing Wellbeing, Technology, and Arts and 
Dementia.

• An online resources center.
• Community presentations and conversations.

We want healthcare clinicians to understand that people living with 
dementia are people first and patients second. (Jackie Pinkowitz)

 Stigma

In their 2016 white paper, Walk with Me,46 the Canadian Research 
Institute for Aging47 identified three barriers that prevent older adults 
from living life fully. Those barriers include ageism and stigma, segre-
gation from community, and the pervasive medicalized and deficit-
focused views on aging. People with dementia often feel a sense of 
shame and reduced status within society.48 Many seek to hide their 
diagnosis.49 Some resort to isolating themselves from their commu-
nity. Caregivers and families feel the stigma by association, adding 
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stress to an already overwhelming care burden.50 Stigmas focus on 
limitations rather than strengths. This is juxtaposed to how people 
with dementia wish to be viewed.51 The Dementia Action Alliance 
hopes to reduce the stigma of dementia through connection and 
conversation.

It is all too easy to see someone’s challenges before we see the person. (Karen 
Love)

Caring Conversations are friendly, informal gatherings aimed at chang-
ing the perceptions of people living with dementia. The DAA hosts 
conversations in communities throughout the US. The conversations 
always include people living with dementia and are open to the com-
munity including healthcare professionals, local law enforcement, busi-
ness owners, and caregivers. Karen, Jackie, and Lon view the 
conversations as small community dementia-related think tanks. The 
community members can interact with people who are living with 
dementia and learn about them as people, which help participants see 
the person before their disease. Karen mentioned that it is their hope 
that when participants leave the conversation, they will say, “There is 
the artist,” rather than, “There is the woman with dementia.” Jackie 
hopes that these conversations will build community champions who 
will carry the conversations further and promote dementia inclusion in 
their community.

The DAA strives to dispel the myth that those living with dementia 
are not vital contributors to their communities and to society as a 
whole. In their interview, Karen, Jackie, and Lon expressed the impor-
tance of involving the stakeholders in all areas of policy that affect 
those living with dementia. In this case, stakeholders might include 
caregivers, families, and more obviously people living with dementia. 
Karen expressed her disappointment that the US government built a 
federal advisory council for dementia that included researchers and 
clinicians, but no people living with dementia. Jackie used the phrase 
“Nothing about us without us,” which was the title of an influential 
book about disability.52 Karen, Jackie, and Lon believe that commu-
nities and businesses should adapt to include people living with 
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dementia as they have for those living with disability. Some from the 
Dementia Action Alliance Advisory Board have brought their per-
spectives to local, state, and federal policy makers and remain active 
in the world of dementia policy. One of those advisors is Brian 
LeBlanc.

Hopefully we can inspire honest conversations and slowly chip away at the 
pervasive stigma and fear that surround dementia. (Brian LeBlanc)

 Brian Leblanc, Dementia Action Alliance

Brian LeBlanc is a public speaker and dementia advocate. He is the fourth 
generation in his family to have Alzheimer’s disease. He is on the advisory 
board of the Dementia Action Alliance and the leadership board of 
Covenant Care. He is also on the National Early Stage advisory group of 
the Alzheimer’s Association.

Brian speaks publicly and advocates tirelessly so people can understand 
that those living with Alzheimer’s disease are “people like everyone else” 
who offer value to society. He shares his personal history and journey 
with the disease because too many hide their diagnosis for fear of being 
treated differently. He mentioned in his interview that he does not try to 
“paint a rosy picture” of Alzheimer’s disease because it is difficult, but he 
wants the public to see him as a man who likes to go to concerts and 
Disneyland before they see his struggles.

Brian is a musician and he loves to sing. He described how the faces of 
the residents in memory care light up when he performs for them. He 
had some friends ask him whether it made him uncomfortable to see 
people in the later stages of dementia. He responded, “I hope someone 
like me will come and sing songs to me when I am in their position.”

Brian mentioned that he has good days and bad days. Recently he lost 
his ability to speak. This was a stressful period for him and his family. 
After a couple of weeks, and during an anniversary trip with his wife 
Shannon to Disneyland, Brian’s ability to speak returned. When he 
described this he said, “Disney Land is the happiest place on earth.” In 
one of his blogs, Brian wrote that he has not stopped talking since and 
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when his family is away he talks to his dog Dallas, who is a great listener 
and never disagrees. In his blog, Alzheimer’s: The Journey, Brian shares 
his experience of living with Alzheimer’s.53 He can also be found advocat-
ing on Facebook, LinkedIn, and Twitter. The tagline of his blog reads, I 
have Alzheimer’s BUT, it doesn’t have me! We believe him.

Our next chapter describes the way forward to sustainably care for the 
global aging population by merging health and social supports to address 
the biopsychosocial and environmental needs of older adults. This 
upstream facing idea aims to meet needs that, if unmet, result in physical 
and mental illness and injury. It carries with it more than an ounce of 
prevention and improves patient engagement resulting in in greatly 
reduced healthcare utilization and spending.

The full interviews referenced in this chapter can be found at this link: 
www.accessh.org/agingwell.
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