Conlflicting Priorities in Alzheimer’s Care, Primary Care,

..-COMMENTARY -

and Managed Care: Who Pays the Price?

David S. Geldmacher, MD

eyond its devastating personal
B effects on individual patients

and their families, Alzheimer’s
disease (AD) is a challenge to all who
receive, provide, or pay for medical
care. The Alzheimer’s Association
estimates that there are 4 million AD
cases in the United States and that AD
care costs approximately $100 billion
annually. This makes AD the third
most expensive illness in the country,
after cancer and eardiovascular dis-
ease. In addition, AD cases are
expected to triple-over the next sever-
al decades.

Despite these enormous. figures,
few major health insurers or managed
care organizations (MCOs) have sys-
tematic approaches to managing the
disease and its costs. A<Medline
search in September 2000 returned
8053 results for the subject “managed
care” and 22,362 results for AD but
only 14 results for the combination of
the 2 subjects. One likely reason for
the paucity of information about and
services for AD in managed care set-
tings is underrecognition and under-
coding of the illness by physicians. In
1 study of hospitalized patients with
dementia, for instance, only about
25% of the patients’ primary care
charts had any notation about their
cognitive impairment.! Likewise,
death certificates significantly under-
report the presence of dementia, even
when patients have been actively fol-

lowed for AD.> So far, dementia has
not appeared in any of the guidelines
issued by the Health Care Financing
Administration, the National Commis-
sion on Quality Assurance (NCQA), or
the Health Employer Data and
Information Set (HEDIS), which drive
the provision of services in this area. This
commentary will address issues underly-
ing conflicting demands in managed AD
care and explore possibilities for recon-
ciling them.

Alzheimer’s Care

Ideal AD care is interdisciplinary. It
focuses on the prevention of excess
disability and requires a focus on the
family (or the equivalent caregiving
community) as the unit of care. This'is
a departure from medicine’s tradition-
al focus on the treatment of disease in
an individual. A common theme
among family caregivers is disappoint-
ment in the medical care system. They
point to a lack of specific diagnosis,
insufficient information about demen-
tia, and inadequate support and refer-
rals from their general practitioners.™*
In addition, caregivers want tailored
interventions,  specially  trained
providers, and services in the home.*

Many essential functions in AD
care do not require a physician. This
means that they can be centralized,
or at least concentrated, away from
the medical office. This would seem to
make AD an ideal model for managed
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care. In addition, access to communi-
ty resources is vital to the success of
AD care. Most communities can pro-
vide some important elements of AD
care and address many family con-
cerns, but their facilities seem to be
underused. Voluntary health organi-
zations, led by the Alzheimer’s
Association, can provide clients with
free services such as support groups
and informational programs. Many
chapters also coordinate respite ser-
vices, provide financial advice or
relief, and cooperate with MCOs to
facilitate optimal AD care.® Usually,
however, neither government pro-
grams nor health insurers are willing
to pay for this type of healthcare,
which lies outside the bounds of tra-
ditional medical models. The cost effi-
cacy of these programs and the
possible restructuring of reimburse-
ment for dementia-related services
are both worthy of extensive study.

Primary Care

Primary care providers are an
important link in the successful care of
patients with AD, but conflicting
demands often limit their effectiveness.
Families affected by AD may expect
their primary care providers to recog-
nize and treat the problem the same
way they expect them to identify an ill-
ness such as hypercholesterolemia or
hypertension. Factors that limit the
effectiveness of the primary care
provider’s role include the following: 1)
the physician’s poor understanding of
the symptoms of mild dementia and
appropriate responses, 2) a perceived
lack of need to provide a specific diag-
nosis, 3) limited time, and 4) negative
attitudes about the importance of
dementia assessment and diagnosis.

Each barrier must be overcome if
the physician wants to keep up with
the fast pace of AD research, which
has led to a revolution in the under-
standing of dementia in the past sever-
al decades. Many practicing physicians
were taught in medical school that AD
is an unusual psychiatric disease of the

presenium, and that the dementia of
late life is somehow distinct from it.
More recently trained physicians were
taught that AD is a default diagnosis, a
diagnosis of exclusion. Today’s physi-
cians, bombarded with more informa-
tion about healthcare than ever before,
may have missed key literature about
the changing state of dementia diagno-
sis and care. One such article reported
a consensus statement that AD should
now be considered a diagnosis of inclu-
sion, because it can be recognized by a
characteristic clinical pattern.’

Contrary to many physicians’ views,
the need for a specific diagnosis is
clearly articulated by families® and
reflects an increasingly sophisticated
public. AD-specific disease-modifying
therapies, such as vitamin E and symp-
tomatic therapies in the form of
cholinesterase inhibitors, are becoming
the standard of care. Primary care
providers need to make an exact
dementia diagnosis and devise a specif-
ic treatment plan to meet that stan-
dard. The potential for new, possibly
more toxic AD drugs in the next decade
makes this specificity important.

Time is in critically short supply in
the medical office, and AD diagnosis is
perceived as complex and time con-
suming. Although managed care is
often blamed for the erosion of the
time that a physician can spend with
each patient, evidence suggests that
more generalized financial and regula-
tory pressures may be at fault.® Given
the limited time available, and the typ-
ical inability of the patient with AD to
report his or her own symptoms, most
practitioners use passive diagnosis.
They wait for the patient or someone
else to complain about the patient’s
cognitive difficulties. Although the
search for definitive and clinically use-
ful biomarkers is under way, primary
care providers need to become familiar
with quick and easy clinical screening
methods (eg, the 3-item recall, the
clock drawing test). Furthermore, pri-
mary care providers need to overcome
the protective and paternalistic atti-
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tudes that keep them from sharing the
diagnosis with the patient or trusted
family members. The “war on cancer,”
begun 3 decades ago, showed that des-
tigmatization of a tragic disease is both
desirable and possible.

In the end, the patients and their
families pay the price of ineffective
AD diagnosis and management.
Function lost to disease progression is
rarely restored. Caregiver stress and
frustration accumulate along with the
patient’s symptoms and disabilities
when there is no official diagnosis.
Without referrals to appropriate help,
caregivers must find their own
resources or founder. One outcome of
dissatisfaction with the primary care
provider is erosion of the doctor-
patient relationship vital to good long-
term dementia care.

Managed Care

As already noted, there is little
published information on how MCOs
structure AD care. In fact, informal
surveys show that even Medicare-risk
MCOs (capitated plans that contract
with Medicare to provide service on
Medicare’s behalf) generally have nei-
ther AD nor dementia care recom-
mendations in place. The common
argument is that AD is “below the
radar” of the MCOs. In other words,
they have not identified AD as a dri-
ver of overall cost. Underrecognition
and undercoding of dementia are
clear problems in this regard. One
study of claims at a Medicare-risk
HMO found dementia incidence to be
only 0.83%.° Epidemiologic estimates
suggest that the incidence of demen-
tia should be 8% to 10% in that popu-
lation. It is possible that up to 90% of
true dementia-related costs are being
overlooked by this method of analy-
sis. Mean costs of care for recognized
patients with AD are 1.5 to 2 times as
high as costs for control subjects.*"

Despite  underrecognition  of
dementia in their clients, many MCOs
are concerned about pharmacy costs
related to dementia care. There is

skepticism about whether the out-
comes valued in antidementia drug
trials (eg, cognitive test scores) are
meaningful to MCOs. Nonetheless,
evidence clearly suggests that a delay
in AD’s progression can reduce overall

+++ CONFLICTING PRIORITIES -

In the end, the patients and their families pay
the price of ineffective AD diagnosis and

management.

cost of care.” Despite their relatively
high short-term costs, cholinesterase
inhibitors can be an important con-
tributor to  overall savings."
Unfortunately, from a practical per-
spective, many of these savings are
not immediately apparent on the
MCO’s bottom line because they
reflect diminished indirect (eg, care-
giver) costs or deferred nursing home
placement.

The contflict is obvious. Although
there is clear value to the individual,
the family, and the healthcare econo-
my in alleviating AD progression,
relieving the burdens of care, and
maintaining the affected individual at
home, this value does not translate to
a financial benefit for the MCO and its
members. Current payment struc-
tures assign the MCO only the direct
costs of care and only over the short
term. When the patient moves to
long-term institutional care, where
Medicaid or equivalent programs
assume progressively larger portions
of the cost, the MCO is relieved of
much responsibility. Understandably,
the managed care community has little
incentive to revise its current diagnos-
tic and pharmaceutical approaches to
dementia. National accrediting initia-
tives (eg, NCQA, HEDIS) seem the
most likely agents of change. Stronger
consumer demand and aggressive AD
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advocacy might result in new regula-
tions, laws, or voluntary MCO
changes. The drastic, but highly
unlikely, alternative is a total realign-
ment of fiscal responsibility across
the continuum of AD care.

What Does the Future Hold?

AD will devour an ever-expanding
portion of public health expenditures
until better means of early diagnosis
are found and more effective ways of
preventing or slowing the disease are
available. For the next decade or more,
we will continue to try to solve some-
times conflicting problems: needs of
the patient with AD, the pressures on
primary care providers, and the finan-
cial realities of paying for direct med-
ical care. Furthermore, these problems
must be constantly reassessed in light
of changing economic realities. As the
number of older adults grows dramati-
cally and AD cases proliferate, we face
increasing conflicts between providing
optimal affordable public healthcare
and maintaining our traditional advo-
cacy for the afflicted individual.
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