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A recent Washington Post article outlined some of the issues facing the field of dementia;?*
we will look at these through the Positive Approach® lens.

It's been a tough year in the world of experimental drug research on dementia. On
January 8th, pharmaceutical giant Pfizer announced it was ending its research efforts to
develop new drugs for both Alzheimers and Parkinsons diseases.? The next day, a study
published in a leading medical journal, JAMA, reported yet another experimental drug
failure.® In late September of 2017, Axovant Sciences, a clinical-stage biopharmaceutical
company that focuses on neurologic conditions, announced the clinical trial of its
investigational drug for patients with mild to moderate Alzheimer's disease (AD) had failed
to show improvement for either motor function or cognition“. In truth, the FDA has
approved no new disease-modifying medications for Alzheimers Disease, the most
common form of dementia, since 2003. In fact, the overall success rate of the 413 trials
during 2002 to 2012 showed a 99.6% failure to modify the disease.®

With no cure on the horizon, one of the more common questions we field at PAC is some
form of this: Why hasn’t science found a cure or at least a treatment for dementia? The
short answer is that neuroscience and diseases of the brain are highly varied in type,
complicated to examine, and expensive and challenging to find patients to study.

First, neuroscience and diseases of the brain are highly varied in type. Growing up in the
1970s, a similar question was posted of cancer research—why haven’t we found a cure
for cancer? Today, the general population may be more informed to understand that
cancer is a collective term (a syndrome) for more than 100 types of cancer; each type
has its own cause, and thus, its own treatment, prognosis, and survival rate. Those of you
in our PAC Community know something similar about dementia that many do not
understand: that dementia is the umbrella term, or a syndrome (a collection of symptoms),
for the more than 120 different types, forms, or causes of dementia. Specifically, dementia
is the term for a number of neurological conditions with the major symptom being global
decline in brain function, ultimately leading to brain failure. For us to find the cure for
different types of dementia, we will first need to better understand all the types, causes,
and health trajectory of each.
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Here’s a positive perspective: although cancer was first recorded in 1500 BC®, science
took more than 2,000 years to identify the 100 types of cancer. By comparison, the first
description of a person with dementia was by German physician Alois Alzheimer in 1906.’
In just 112 years—not 2,000 years—science has identified the vast majority of the types,
causes, and forms of dementia. In the world of medical research, dementia is a relative
newcomer. Especially when considering that for many of those 112 years, dementia was
either misdiagnosed or simply accepted as part of the aging process. In other words,
dementia just hasn’t been on the radar screen of most medical researchers.

The second reason why science has failed to produce substantive results in a cure for
dementia is that all the dementias are a brain disease and, simply put, conducting
neuroscience is difficult.® The brain is not an easy organ to access. A physician cannot
simply take repeated tissue samples of the brain to see if the drug is working, nor can
one repeatedly access the brain for examination. Further, to complete the picture for even
a single area of the brain, large, interlinked datasets are required. Novel hardware and
software must be invented to sufficiently simulate the brain.® Every year, neuroscientists
are developing new ways of classifying and simulating brain disease, which will lead to
better diagnosis and more effective drug discovery.

The third and fourth reasons why there is no cure are related. Clinical trials are long and
expensive. To get patients before significant brain tissue loss occurs is the key. However,
early diagnosis is hard. Teepa (and science!) tell us that dementia = brain failure.'° Brain
failure is more than just plagues and tangles; brain failure is progressive atrophy and
tissue loss. Getting people diagnosed early is difficult enough; getting some of these into
a clinical trial is harder.

Early diagnosis begins with both public awareness and practitioner awareness. One study
estimated that as many as 50% of folks over the age of 50 may be living with an
unrecognized dementia.!! A recent study surveyed general practitioners’ (GP) attitudes
toward early diagnosis of dementia. Specifically, researchers looked at practitioners’
confidence levels of early diagnosis, giving advice, perceived benefits of early diagnosis,
and their training levels around dementia and overall knowledge. Researchers found that
older practitioners had better information, but also tended to have a more skeptical view
about the benefits of early diagnosis than did the younger practitioners.? Other studies
found that GPs are reluctant to make a diagnosis of dementia and may unconsciously
hesitate to do so.'® Furthermore, a 2001 study found that in a survey of 1,005 GPs, almost
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half did not believe making an early diagnosis is beneficial.1* With so many undiagnosed,
the pool of potential research participants is smaller.

Finding a cure for the many diseases of the brain is, indeed, a challenging field. While
some are giving up, others are stepping forward. The Annual Adler Conference at the
Salk Institute in California each year provides strong evidence that critical and important
work is continuing throughout the world. Due to the generosity and thoughtfulness of John
Adler, Teepa attends each year to follow that progress and to always remind the scientists
of the why behind all their work: the people who are living with dementia. These scientists
are digging deep to help those who are living with various forms of dementia because
they believe there is hope for prevention and cure. Other progress has been made:
differential diagnoses can now be performed to rule out various types or causes, helping
patients and families make informed decisions for their life and care; scientists are coming
up with risk reduction strategies targeted at some of the core contributing factors of many
types of dementia; clinicians and providers - this is where PAC comes in - are developing
symptom management options with environmental and human supports that are targeted
to make a difference versus drugs that are not symptom specific.

Whatever is found, the PAC Team and others will continue to work hard to integrate these
findings with our knowledge base, so we can help make others aware and informed.

Until there’s a cure, there is PAC.
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