
 

Vast majority of dementia patients don't
receive specialty diagnosis and care, study
finds
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In the first large study to examine the diagnosis of dementia in older
Americans over time, researchers found the vast majority never meet
with a dementia specialist and are instead overwhelmingly diagnosed and
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cared for by non-specialists.

Researchers at USC, Johns Hopkins and the University of Washington
used Medicare data to track dementia diagnoses of nearly a quarter of a
million people over five years. The team found 85% of individuals first
diagnosed with dementia were diagnosed by a non-dementia specialist
physician, usually a primary care doctor, and an "unspecified dementia"
diagnosis was common.

One year after diagnosis, less than a quarter of patients had seen a
dementia specialist. After five years, the percent of patients had only
increased to 36%.

The study, which also found the use of dementia specialty care was
particularly low for Hispanic and Asian patients, was published today in 
Alzheimer's & Dementia: The Journal of the Alzheimer's Association.

"Dementia specialists are more familiar with subtypes of dementia and
may be less likely, for example, to misdiagnose Lewy body dementia as
Alzheimer's disease and wrongly prescribe antipsychotic medications to
patients," said co-author Julie Zissimopoulos, director of the Aging and
Cognition program at the USC Schaeffer Center for Health Policy &
Economics.

Differences in diagnosis and follow-up care

Using a large Medicare dataset, researchers examined the types of
physicians that diagnose dementia, what dementia subtype diagnoses
were initially provided and how they changed over time, the extent to
which individuals accessed specialty care and how it varied by gender,
race and ethnicity.

They found that, among those diagnosed by a non-dementia specialist,
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33% of patients were given a diagnosis that lacked a specific type of
dementia, compared to 22% of patients diagnosed by a specialist.
Diagnoses of Alzheimer's disease among patients who saw a specialist
within the first year of diagnosis were higher at 42% compared to 29%
among those who did not see a specialist. Dementia specialists include
neurologists, psychiatrists, neuropsychiatrists and geriatricians.

"Without identification of dementia type, patients and their families are
potentially missing out on important discussions about care and
managing this diagnosis with other chronic conditions, as well as
information about clinical trials," Zissimopoulos explained.

The team also found Hispanic and Asian patients were less likely to have
a follow-up visit about the diagnosis compared to white and African-
American patients. Approximately 37% of Hispanics and 40% of Asians
with an initial diagnosis had no follow-up care within the first year of
diagnosis, compared to whites and African Americans who each had a
rate of about 33%.

The research team said more study is needed to identify factors driving
these differences, such as severity at diagnosis, complexity of the care
and barriers or differences in seeking care from specialists.

The importance of dementia subtypes

There are many different types of dementia, including Alzheimer's
disease, vascular dementia and frontotemporal dementia. Study authors
say that more accurate identification of dementia type may lead to better
treatment for symptoms, enhance knowledge of medications that may
worsen symptoms, inform disease progression over time and encourage
advance care planning.

Identifying dementia subtypes can also assist in developing and
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evaluating new drugs and gaining access to effective treatments when
they become available.

"While the study shows that specialists seem to be able to identify the
subtype better, what we're really interested in is whether that leads to 
better health and financial outcomes," Zissimopoulos said. "If in the
future these diagnoses are going to be handled in large part by non-
dementia specialists, they may need better training and tools."

An aging population, a rapidly growing toll

The toll of Alzheimer's disease and other dementias is high and rapidly
growing as the population ages. Dementia affects approximately 7
million America and is projected to grow to nearly 12 million over the
next 20 years, driven by an aging population and increased life
expectancy. The research team pointed to a recent Alzheimer's
Association survey that found only half of seniors are being assessed for
dementia despite the fact that screenings are now reimbursable services.

Market factors may also drive dementia specialist health care use. For
example, the research team found 3.9 neurologists for every 100,000
residents in the zip codes of beneficiaries who never saw a dementia
specialist in the first year after diagnosis. In contrast, they found 5
neurologists for every 100,000 residents among beneficiaries who had a
specialist visit. The researchers note that low rates of dementia specialist
care are consistent with recent findings about regional U.S. neurologist
shortages.

The study authors explain that their results don't answer the question of
whether or not increasing use of dementia specialist health care should
be a policy goal. They say use of specialist services may increase health
care costs and, without enough evidence that they improve health
outcomes, they may not be a cost-effective approach to dementia care.
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"Non-specialists and specialists may be complementary in dementia
diagnosis and care," Zissimopoulos said. "General practioners and other
nondementia specialists play an important role in screening because
often they are the first point of contact, while specialists are key to
making finer distinctions across dementia subtype."

The researchers say the study's findings will aid in efforts to improve 
diagnosis—especially among patients and families not receiving timely
post-diagnostic care or dementia specialist care—and inform efforts to
better target resources to physicians and improve the preparation
necessary to link patients to appropriate new treatments as they become
available.

  More information: Alzheimer's & Dementia: The Journal of the
Alzheimer's Association, DOI: 10.1016/j.jalz.2019.07.005 , 
www.alzheimersanddementia.com/ … (19)35126-X/fulltext
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