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Expert essay

The future of dementia care

Aaron Greenstein, Brent Forester

Harvard Medical School, United States

t 1s projected that by 2050, there will be 12.7 million

Americans over 65 living with Alzheimer’s disease, nearly

double the 6.5 million living with it today|[1]. People liv-
ing with dementia have healthcare utilization that costs three
times more than age-matched individuals without dementia.
Dementia care is primarily delivered by about 11 million
family carers who will deliver the equivalent of US $271
billion in unpaid care this year. At present, dementia is not
typically diagnosed until later stages of the condition because
of misattribution of symptoms to normal aging, denial,
and primary care physicians not having adequate training
in dementia work-up and diagnosis[2]. People living with
dementia have poor clinical outcomes and high healthcare
utilization because of untreated behavioural symptoms and
carer strain[3]. As the United States population ages and
neurocognitive disorders increase in prevalence, it is essential
to develop a system of care for people living with dementia
to meet their needs, and the needs of a strained healthcare
system. This system should treat patients from diagnosis until
end of life and should include screening, diagnosis, care, and
in the future, treatment. Access to specialty physician-level
dementia care is difficult for most people as there is a dearth
of specialists and care 1s often siloed. Additionally, most peo-
ple living with dementia do not need specialty medical care;
rather, they need care that meets their needs based on their
diagnosis, cognition, behavioural symptoms, and functional
abilities. Utilizing existing resources and restructuring clinical
care into team-based interdisciplinary models will allow for
the management of most dementia patients at the primary
care level. This is of particular importance because there is
strong evidence that people living with dementia have worse
outcomes from the rest of their co-occurring health condi-
tions — and this should not be the case. Utilizing the best
of technology, clinical evidence, and pragmatic clinical tri-
als, we can aspire to meet the needs of our rapidly growing
population of people living with dementia.

Developing a system of dementia care will require training
teams of professionals to direct care from the primary care
setting. This includes training advanced practice clinicians
in basic cognitive exams and dementia assessment, train-
ing social workers and case managers in caregiver support

and community-based dementia resources, and empower-
ing primary care physicians to disclose dementia diagnosis
to their patients, while managing these teams. Extending
the reach of dementia specialists, such as neurologists, ger-
latric psychiatrists, and geriatricians, so they can influence
the care of many patients without direct contact is essen-
tial to maintaining primary care as the locus of dementia
care. Models for designing and implementing collabora-
tive dementia care have been studied in detail and have
shown to improve patient and caregiver quality of life, and
to decrease healthcare spending. Some examples of care
models include the University of Indiana Aging Brain Care
model, the UCLA Alzheimer’s and Dementia Care model,
and the UCSF Memory and Aging Center Care Ecosystem
model[4]. In addition to optimising and organizing the exist-
ing workforce for a surge of people with dementia, dementia
care needs to become a focus or specialty track in training
programs for advanced practice clinicians, social workers,
and physicians. Creating a framework for care and populat-
ing it with a workforce that is trained in the standard of care
will enable us to meet the needs of the aging population.

The eventual arrival of biomarker tests for dementia and
disease-modifying treatments will transform how we treat
dementia but will certainly not eliminate the need for holis-
tic dementia care. While some will have the good fortune
of Alzheimer’s treatment during early stages, many peo-
ple will be diagnosed when the condition can no longer be
treated. Furthermore, treatments for other dementias (vascu-
lar dementia, synucleinopathies) are even further from being
developed. Frameworks for dementia care will be necessary
for the foreseeable future and we must invest in studying the
development and implementation of humane models of
care. Utilizing pragmatic clinical trials will allow healthcare
systems to quickly roll out large-scale interventions and adapt
them to meet the needs of the patient population and care
resources. We have an opportunity to meet the needs of our
aging population and their family carers through humane
care, but we need to invest in our work force, care models,
caregivers, and patients, while we wait for transcendent tech-
nologies to diagnose and treat dementias.
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