The Art of Sharing the Diagnosis and Management
of Alzheimer’s Disease With Patients and Caregivers:
Recommendations of an Expert Consensus Panel

George T. Grossberg, MD; Daniel D. Christensen, MD;
Patrick A. Griffith, MD; Diana R. Kerwin, MD; Gail Hunt, BA; and Eric J. Hall, BA

Objective: To develop a set of recommendations
for primary care physicians (PCPs) suggesting how

best to communicate with patients, caregivers,

and other family members regarding the diagnosis

and management of Alzheimer’s disease (AD).

Participants: A national roundtable of 6 leading
professionals involved in treating or advocating
for patients with AD was convened on March 14,
2008. This roundtable included 4 leading academic
physicians with diverse backgrounds (a geriatric

psychiatrist, a neuropsychiatrist, a neurologist,
and a geriatrician) from geographically diverse

regions of the United States, who were invited on
the basis of their national reputation in the field
and experience working with minority populations
with dementia; the executive director of a national
AD advocacy organization; the executive director
of a national advocacy organization for caregivers;

and a medical correspondent with expertise
in interviewing and small group leadership.
Evidence: Expert opinion supported
by academic literature (search limited to
PubMed, English language, 1996-2008,
search terms: Alzheimer’s disease, primary
care, diagnosis, management, caregiver,
family, patient-physician relationship).
Consensus Process: Moderated dialogue
aimed at generating consensus opinion;
only statements endorsed by all authors
were included in the final article.
Conclusions: Diagnosis and management

of AD by PCPs, utilizing specialist consultation

as needed, may contribute to earlier diagnosis
and treatment, improved doctor-patient and
doctor-caregiver communication, increased
attention to caregiver needs, and better clinical
and quality-of-life outcomes for patients and

caregivers. A set of expert panel recommendations

describing practical strategies for achieving
these goals was successfully developed.
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A lzheimer’s disease (AD) is a neurodegenerative
disorder that causes cognitive and functional
disability and affects an estimated 5.1 million Americans.’
Although available treatments do not cure or reverse the
course of AD, clinical studies have demonstrated that

the cholinesterase inhibitors (ChEIs) and an N-methyl-
D-aspartic acid (NMDA) antagonist can delay or slow
the progression of cognitive and functional impairment,
with greatest benefits achieved when medication is
started early and utilized persistently." Research also
shows that psychosocial interventions providing support,
education, and counseling to patients and caregivers

can improve the quality of life of those afflicted as

well as their families.” Moreover, early diagnosis of

AD provides time for patients and families to prepare

for the future and obtain necessary services.*’

Despite the potential benefits of early diagnosis of
AD, patients are often diagnosed later in the course of
the disease and frequently by a consultant rather than
the primary care physician (PCP).° A recent Internet
survey of 539 caregivers of AD patients conducted
by Harris Interactive on behalf of the Alzheimer’s
Foundation of America found that the typical patient
experiences symptoms for more than 2 years (26.1
months) and visits an average of 2.3 doctors before
being diagnosed with AD.” At the time of diagnosis,
only 43% of patients were in the mild stage of the
disease, whereas 23% were in the moderate stage,
and the remaining patients (34%) had severe AD.”

The diagnosis and treatment of AD in the primary
care setting may already be occurring with increasing
frequency. According to GfK Market Measures’ 2007
Alzheimer’s Disease Caregiver Study, 68% of caregivers
identified PCPs as key health care providers for both
diagnosing and managing their loved one’s AD.® In fact,
PCPs are often in the best position to both make the
diagnosis and share it with the patient and the family
because of the often long-term, ongoing relationship
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CrinicaL PoinTs

¢ Making and sharing the diagnosis of Alzheimer’s disease may best be accomplished by

the patient’s primary care physician.

¢ Skillful communication with patients, caregivers, and family members is of paramount
importance in the diagnosis and treatment of Alzheimer’s disease.

¢ Treatments “work” mostly by slowing progression of the disease.

that the PCP has with the patient and family. Optimal
involvement of primary care physicians in making and
sharing the diagnosis of AD should result in patients
being diagnosed at an earlier stage of the disease, allowing
the patients themselves to make decisions about their
own health care and express preferences regarding
choices that they will be unable to make in the future.
Effectively sharing the diagnosis of AD with patients
and their families and communicating with them over
the course of the illness concerning the myriad issues
that arise presents a formidable challenge for many PCPs.
Not surprisingly, significant gaps in communication
between PCPs and patients with AD and their caregivers
have been identified.” Although guidelines have been
issued by several organizations for sharing the diagnosis
of AD and for providing education to patients and
caregivers,”'? there is a need for more practical and
detailed guidance concerning how to accomplish this
challenging task, particularly in a primary care setting.
Accordingly, a national roundtable was convened on
March 14, 2008, with the principal goal of arriving at a
consensus on a set of recommendations to be offered
to PCPs suggesting how best to communicate with
patients and families regarding the diagnosis and ongoing
management of AD. This roundtable included 4 leading
academic physicians with diverse backgrounds (a geriatric
psychiatrist, a neuropsychiatrist, a neurologist, and a
geriatrician) from geographically diverse regions of the
United States, who were invited on the basis of their
national reputation in the field and experience working
with minority populations with dementia; the executive
director of a national AD advocacy organization; the
executive director of a national advocacy organization
for caregivers; and a medical correspondent with
expertise in interviewing and small group leadership.
This article, based on those proceedings and
intended to be a practical resource for PCPs, will present
these recommendations (Table 1), highlighting their
potential to improve the quality of medical care for
patients with AD, the quality of life for their caregivers,
and satisfaction with the medical encounter for the
PCP. Expert opinion is supported by the academic
literature (search limited to PubMed, English language,
1996-2008, search terms: Alzheimer’s disease, primary
care, diagnosis, management, caregiver, family, patient-
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physician relationship). Only statements endorsed
by all authors were included in this article.

SHARING THE DIAGNOSIS OF AD

Overcoming Barriers to Making the
Diagnosis in the Primary Care Setting

It has been well documented that PCPs are often
reluctant to make the diagnosis of AD.*'" Barriers
include uncertainty about the need for, and utility of,

a specific diagnosis; time constraints; reimbursement
issues; and limited treatment options.*"" In addition,
many physicians may be uncomfortable making

the diagnosis of AD in the absence of clinically
available laboratory, neurologic examination, or
neuroimaging findings to confirm the diagnosis.

Recognizing the reality of these concerns, there are
equally compelling factors that favor the PCP as the
primary diagnostician and medical caregiver of the
patient with AD. Most important in this regard is the
assertion that by following recommended diagnostic
guidelines,'” including the DSM-IV criteria and the
National Institute of Neurologic and Communicative
Disorders and Stroke-Alzheimer’s Disease and Related
Disorders Association criteria, PCPs can diagnose AD
with acceptable accuracy (66%-85%), depending on
the criteria utilized.""'> Moreover, standard medical
evaluations required for ruling out reversible causes
of dementia are clearly stated in the most recent
American Academy of Neurology guidelines,” and the
Alzheimer’s Association Web site provides excellent
information regarding the diagnostic workup and
differential diagnosis of AD (http://www.alz.org).

In one study comparing the accuracy of AD diagnosis
between PCPs and tertiary care neurologists, both
groups performed similarly well (84% accuracy for
PCPs, 78% for neurologists) when initial diagnosis was
compared with postmortem pathological diagnosis.”” The
greater complexity of the cases seen by the neurologists
may explain the nonsignificantly lower accuracy rate
among neurologists. Further, the diagnostic burden
need not rest entirely on the PCP, as there is always
opportunity for consultation or referral when the
diagnosis is unclear. Even in this circumstance, sharing
the diagnosis may still be best accomplished by the PCP.
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Table 1. Key Recommendations of the Expert Consensus Panel
for Sharing the Diagnosis and Management of Alzheimer’s
Disease (AD)

Diagnosis

1. Arrange for the participation of a primary caregiver when making and
sharing the diagnosis of AD
2. Make the diagnosis of AD using existing guidelines; use specialist
referral if the diagnosis is unclear
3. Provide adequate uninterrupted time and a proper office space when
sharing the diagnosis
4. Use the diagnosis of AD specifically, except when cultural,
educational, and/or other factors dictate otherwise
. Make the diagnosis of AD a process that occurs over several office
visits
. Actively counter nihilism and despair by focusing on the functional
capabilities that remain and framing the challenge as one of achieving
the best life possible while accommodating the limitations of the
disease

Management

w

=)

—

. Set realistic expectations for treatment

2. Initiate comprehensive treatment, including pharmacotherapy and
psychosocial interventions, as early in the course of the disease as
possible

. Educate the patient, caregiver, and other family members about AD
in a stage of disease—appropriate manner, making maximal use of
available educational resources

. Inform the patient and caregiver(s) of available services and encourage
their utilization; provide in-office materials and Web site addresses

. Emphasize to the caregiver the importance of attending to his or her
own emotional and health care needs and facilitate access to resources

. Address commonly occurring issues proactively, especially if safety
related

w

'S

w

=)

Recommendations for Sharing the Diagnosis

There is a broad-based consensus that sharing
the diagnosis of AD is an important component
of good medical care.*'*" Furthermore, it is clear
from patient surveys of unaffected elderly>'® and
patients with memory complaints'” that the vast
majority of older individuals would want to know
their diagnosis if they developed AD, and most
would favor disclosure for a spouse with AD.>'*"”

A patient’s expressed preference not to be told the
diagnosis should, however, be respected. In some
cases, caregivers may indicate that the patient is not
ready to receive a diagnosis of AD, and this should
also be taken into consideration. It is also necessary
to consider each patient’s capacity to understand
the diagnosis. Even in those situations in which it
is deemed preferable not to share the diagnosis of
AD, it is important to ensure that the patient and
caregivers understand that there is a problem that
can be addressed by medical treatment and that will
require additional resources to manage appropriately.

The clinical diagnosis of AD should be a process
rather than an event and can best be accomplished over
the course of several visits.*'*"* This strategy allows
for more time to gather diagnostic information, assess
the needs and capabilities of the patient and family (or
other caregivers), and introduce the possibility of a
diagnosis of AD gradually. Often, it is the family and
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Table 2. Recommended Behaviors for Sharing the Diagnosis of
Alzheimer’s Disease™”
Recommendation

Organize a private, quiet, comfortable location

Schedule ample time

Negotiate the presence of a relative/reliable informant with the patient

Identify the most appropriate approach to disclosure based on
knowledge of the patient and family

Prepare the patient in earlier consultations (eg, discuss ahead of time
how much information the patient would like)

Explicitly name the illness

Identify formal and informal support available for the patient after
disclosure

Disclose all of the treatment options (including no treatment)

Provide (written) information on practical and emotional support
available from health and social care services and from voluntary
organizations

Do not impart too much information in 1 session

“Based on Lecouturier et al.*

*These behaviors are among those identified as valuable in all 3 sources
of information used in a health services research study aimed at
identifying “best practice” behaviors for the disclosure of a diagnosis of
dementia. The 3 sources included a literature review, expert consensus
panel, and patient/caregiver interviews.

not the patient that first brings the issue of memory
difficulty to the attention of the physician. In any
case, PCPs should encourage patients to have a family
member present who can validate, amend, or correct the
patient’s history. In fact, many diagnostic clinics require
that a family member or reliable informant be present
to provide corroboration. In addition, a patient with a
memory problem may not remember clearly what the
physician says and having family members present may
ensure that the diagnosis is effectively communicated.
When first disclosing the diagnosis of AD, those
family members or others who are likely to provide care
during the course of the disease should be present; it
is also important to include them at subsequent visits.
If there is a large family, it may be beneficial to have a
single person become the information spokesperson
(ie, attends visits and passes information on to others).
It is recommended that the primary caregiver not also
be the information spokesperson because functioning
in both capacities may be too burdensome. For patients
who are still independent and capable, it is essential to
obtain their consent to discuss the diagnosis with family.
Heightened sensitivity is required when delivering
a diagnosis of AD. A recent article identified “best
practices” for disclosing a diagnosis of dementia*; among
these, key practices include providing a private, quiet,
comfortable location and scheduling ample time for the
visit (Table 2%). A trusting and supportive relationship
with the patient and family is always beneficial, and this
relationship is most likely to be present with the PCP. As
much as possible, one should try to avoid all distractions
for the duration of the visit (eg, telephone calls or pages).
The word Alzheimer’s should be used in the diagnosis,
except in those cases, as noted above, for which an
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exception needs to be made. Cultural sensitivity

and biases should also be taken into account when
communicating the diagnosis. For example, in the
Spanish-speaking community, dementia is associated
more with mental illness than memory loss. Because the
term Alzheimer’s usually carries understandably negative
emotional connotations, there should be a hopeful
emphasis on current capabilities and on maintaining
and supporting functional abilities for as long as
possible. To this end, there can be a discussion about the
capabilities that the patient still has and the likelihood
that they can be preserved for a reasonable amount

of time. This is especially true, and most significant,

for those patients who have been diagnosed early.

When sharing the diagnosis, it is recommended that
the physician position himself or herself as a partner of,
and advocate for, the patient and caregivers. He or she
should let the patient and family know that the office
staff is there to help them with educational resources and
referral for necessary services. It is critically important to
take a positive approach to the treatment of the disorder,
emphasizing the value of pharmacotherapy, lifestyle
changes, and other psychosocial interventions. Further,
the concerned parties should be informed that there is
a vast amount of ongoing research into both the causes
of AD and treatments and that participation in clinical
trials can be of benefit to both themselves and others.

Sharing of the diagnosis of AD should be tailored
to each individual and family. The most appropriate
approach to disclosing the diagnosis will vary depending
on personalities, educational background, and culture.
Some families are well informed about the diagnosis
and treatment of AD, while others are not. The life
circumstances of patients and their families shape the
implications of the diagnosis as well. For example, a
patient about to apply for long-term care insurance may
be concerned about the potential financial consequences
of a specific diagnosis. A patient still functioning
in a leadership role in his or her job, however, must
confront the issue of when and how to step down.

The consequences for the patient and the family of
receiving a diagnosis of AD are immense. It is therefore
entirely unrealistic to expect that 1 person (the doctor)
or 1 encounter (the office visit) can satisfy their needs.
Nonetheless, the physician is often in the best position
to deal with certain issues. Perhaps most important is for
the physician to elicit and address any misconceptions or
myths about AD that the patient or family may harbor
(eg, that it is just a part of normal aging or that treatment
is futile). There may be an aura of stigma and shame
associated with the diagnosis as well, primarily as a
consequence of insufficient knowledge about the disease.

Caregivers may also have questions about what the
diagnosis means for them and how they can reduce their
risk of developing AD. This is a good opportunity to
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educate families about the current state of knowledge
of disease risk and prevention, and many of the
recommendations PCPs make for the at-risk family
members will be similar to those recommended for the
patient (eg, evidence regarding the potential protective
effects of specific dietary factors' or exercise").

The PCP should emphasize to the patient and family
that the sharing of the diagnosis is the beginning of an
ongoing conversation. It is helpful to document that a
discussion about diagnosis has occurred with the patient/
family, particularly if the evaluation was conducted over
several visits. Such documentation can also serve as an
aid in keeping track of which issues have been adequately
addressed and which issues may need to be raised at a
future visit. It is best to recommend a meeting every 3
months, rather than scheduling appointments based
only on acute medical problems. Finally, the availability
of resources other than those provided by the PCP,
such as respite care, adult day care, or support groups,
should be made clear to the patient and the family/
caregivers. Office staff should be able to arrange any
consultations or referrals that are indicated (Table 3).

COMMUNICATING WITH PATIENTS AND CAREGIVERS
DURING MANAGEMENT OF MILD TO MODERATE AD

Pharmacotherapy

Among both PCPs and the public, there is often
a perception that medications for AD are not useful
because they do not cure the disease or that they may
prolong the patient’s suffering by extending life in a
severely demented state. Neither of these perceptions
is accurate. Rigorously conducted clinical trials show
that current treatments commonly reduce symptoms,
behavioral problems, and functional decline.”” If the
patient or family has unrealistic expectations, they
may discontinue medication prematurely because of
an erroneous assessment that the medication is “not
working” Although slowing cognitive, functional, and
behavioral decline may not look like improvement to
caregivers, clinical trials have shown that, on average,
the course of disease is improved in treated patients
compared with those who are not treated (Figure 1).

The need to communicate this message clearly is
supported by an Alzheimer’s Association survey, which
found that, although 80% of PCPs believed that AD
could be stabilized for a period if treated early, only
32% of caregivers recalled that the PCP informed
them of this possibility.” Furthermore, comprehensive
treatment may provide sufficient improvement or
stabilization to allow patients to remain appropriate
candidates for new treatments as they become available.

Early and persistent acetyl-cholinesterase inhibitor
(ChEI) treatment may also reduce caregiver burden
(Figure 2).* For example, donepezil treatment over 1 year
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Table 3. Internet Resources for Patients With Alzheimer’s Disease and Their Caregivers

Association Internet Address

Services/Resources

Alzheimer’s Association http://www.alz.org/index.asp

Alzheimer’s Foundation of America  http://www.alzfdn.org

Eldercare Locator

Clinicaltrials.gov http://www.clinicaltrials.gov

Medicare http://www.medicare.gov

National Institute on Aging http://www.nia.nih.gov/Alzheimers/

http://www.eldercare.gov/Eldercare/Public/Home.asp

Support groups

Safety services

24/7 Help line

Locating local chapters

Locating facilities and services

Patient/caregiver education in various languages

Education/printouts specifically for teenagers/children

Culturally specific information

Information about research and clinical studies

Advocacy information/national initiatives

Publications on various topics, including safety, financial/
legal issues, and quality care

Message boards

Free quarterly magazine (regional)

Toll-free hotline (866-232-8484)
Patient/caregiver education in various languages
Special site/information for teenagers

Social services/referrals

Information about research and clinical studies
Advocacy information/national initiatives
Information about finances/legal issues

Free quarterly magazine for caregivers

Federally funded program that provides information
on all local services available to individuals aged 260y,
such as adult day care, caregiver programs,
case management, and financial assistance

Information in English and Spanish regarding practical
issues to discuss with aging parents

Caregiving tips, including tips on working with the
doctor

Educational resources in multiple languages

Information on completed, ongoing, and future
clinical trials

Locates nursing homes and provides their most recent

state inspection survey reports and federal quality
ratings (1-5 stars)

Patient/caregiver education

Tips for caregivers (eg, managing behavior, activities
of daily living)

Information on home safety

Resource list

Information on daily coping

Information about finances/legal issues/
long-term planning

Information about research and clinical studies

has been associated with a reduction in caregiver time of
about 1 hour per day compared with placebo,” and this
finding has been replicated in studies with other ChEIs
and with memantine, an NMDA receptor antagonist.’
Treatment with galantamine has been shown to reduce
caregiver distress by means of a reduction in the severity
of existing or emergent behavioral disturbances.”
Initiating sustained pharmacotherapy early in the
disease may also delay nursing home placement.>*

Lifestyle and Socialization

Some patients may limit socialization following
diagnosis of AD because of embarrassment or shame,
and some caregivers may encourage isolation in a
desire to protect the patient. However, socialization
should be part of the overall treatment plan because it

Prim’'Care Companion J Clin Psychiatry 2010;12(1)
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may be valuable in combating the progression of the
disease and in improving quality of life. Adult day care
programs can reduce caregiver stress as well as provide
education about managing problem behaviors.” A
comprehensive family educational intervention program
was shown in a randomized, controlled trial to reduce
the likelihood of institutional placement by one-third,
especially in the early and middle stages of AD.***’

Providing Education and Educational Resources on AD
Patients and their caregivers are usually very concerned

about what to expect as AD progresses. It is important

to tailor one’s communication to the individual and

caregiver; some families may ask many questions, whereas

others may ask few questions or indicate that they do

not really want to know how the disease will progress.
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Figure 1. Stages of Alzheimer’s Disease and the Potential
Benefit of Pharmacotherapy*”
A. Natural History of Alzheimer’s Disease
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*Adapted with permission from Geldmacher et al.’

“Increasing global severity in the lower figure is analogous to decreasing
MMSE scores in the upper figure. The figures can be superimposed to
visualize the “shift to the right” associated with successful treatment.

Abbreviation: MMSE = Mini-Mental State Examination.

At a minimum, discuss with caregivers the stage the
patient is currently at, what is likely to happen in the
next 6 months, and which resources may be helpful.
Patients and caregivers rely on providers of primary
medical care for information about AD. It is strongly
recommended that PCPs provide some basic literature
on AD in the office. Today, there is a wealth of AD
information available; the PCP can be an important
filter to vet some of these resources and point people
in the right direction. Table 3 lists several Internet
resources and some of the types of information provided
at these sites; in particular, the Alzheimer’s Association
comprises more than 300 chapters and offers a range
of information and services. For older caregivers who
are not comfortable with online resources, written
information on community resources may be provided,
preferably in large print. The Eldercare Locator toll-
free telephone number (1-800-677-1116) can be called
to identify local resources for caregivers and patients
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Figure 2. Effect of Treatment on Caregiver Stress*”
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*Adapted with permission from Feldman et al.”’
"Caregiver Stress Scale modified total score and individual domain
analysis at week 24, last observation carried forward.

aged 60 years and older. Magazines can also serve as
an excellent source of patient/caregiver education.
One example is Advantage (Alzheimer’s Foundation of
America, www.alzfdn.org), a free quarterly magazine
for caregivers of patients with AD and related illnesses.

Addressing Caregiver Needs
Addressing caregiver needs should be considered
an integral part of the services provided for the family
of a patient with AD. Caregivers of patients with AD,
particularly spousal caregivers, often suffer from
depression or other stress-related psychiatric disorders,”
experience a reduced quality of life,”” and may develop
impairment in immune system functioning.® For
many caregivers, the emotional impact of caring for
aloved one with AD is the most difficult aspect of
the disease and outweighs more practical hardships,
such as the financial burden or not having enough
time for oneself.” Almost half of caregivers report that
the hardest thing for them is the emotional strain of
seeing their loved ones lose the ability to function.”
Throughout the course of the illness, it is important
to routinely assess how well the caregiver is functioning.
General health questions that are also useful for
identifying depression, such as those about appetite
and sleep, as well as more specific inquiry about
how the caregiver is coping, can help identify those
caregivers who require additional support services
and/or referral to professional sources of care. An
excellent self-assessment tool for caregivers is also
available on the American Medical Association Web site
(http://www.ama-assn.org/ama/pub/physician-resources/
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public-health/promoting-healthy-lifestyles/
geriatric-health/caregiver-health/
caregiver-self-assessment.shtml).”

Caregivers who take better care of themselves are
more likely to provide better care for their loved ones.
According to a survey of 539 US caregivers, the most-
often mentioned types of help that would make caregiving
easier were help with day-to-day caring activities (20%),
greater financial support (16%), more emotional support
(15%), and more personal time (13%).” To facilitate
caregiver access to services that address these needs, the
PCP should maintain a referral network of resources.
Since many caregivers are employed, some services may
be available through the workplace (eg, support groups,
education programs, Family and Medical Leave Act).

It is important to emphasize to caregivers that
there are other people in situations very similar to
theirs. To this end, local support groups can provide
an opportunity for caregivers to educate, console, and
assist each other. In addition, for those who can afford
it, direct care workers can provide valuable assistance
with activities of daily living (ADLs) and other aspects
of daily caregiving. Some caregivers, however, may
feel that caring for their loved one is their personal
responsibility and therefore will not seek or accept
help. Under such circumstances, it may be beneficial to
explicitly give the caregiver permission to utilize help
by saying that it is medically indicated (ie, “doctor’s
orders”). Clinical research has documented significant
benefits to caregivers of supportive interventions.*

SPECIAL ISSUES IN MODERATE TO SEVERE AD

Caregivers need to be prepared for the changes
that their loved ones will undergo as AD progresses.
Moderate and severe stages of AD are demarcated by
more significant impairments of ADLs, as well as the
evolution of more serious behavioral symptoms (eg,
wandering, delusions, and misidentification of loved
ones). Thus, the caregiver’s role becomes more focused
on managing behavior and assisting with basic ADLs.
During this time, it is important to set the expectation
of decline and to educate caregivers regarding how they
might address some of the anticipated milestones (eg,
inability to manage finances, driving, or bowel/bladder
control). Long-distance family members may also be
included in these conversations via speakerphone.

Caregivers and other family members should be
told that, when behavioral changes arise, there may be
potentially treatable medical causes contributing to
the problem, such as a urinary tract infection, pain,’
or depression.” In addition to diagnosing and treating
such conditions, the PCP can also provide some
suggestions for how best to deal with the behavioral
issues (eg, strategies for dealing with wandering and
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common sleep/wake cycle disturbances and behavioral
modification approaches to inappropriate or aggressive
behavior). A good source of practical information on
this topic is The 36-Hour Day: A Family Guide to Caring
for People with Alzheimer Disease, Other Dementias,
and Memory Loss in Later Life by Mace and Rabins.™
Safety is a prevailing issue throughout the course of
this disease and no less so in the later stages. At each
visit, stage-specific safety issues should be addressed
proactively. One should not wait until a safety issue
occurs before addressing it (eg, do not wait until
there is a medication mistake to discuss the use of a
pill box). Patients and their caregivers may benefit
from new technologies focused on home safety. One
example is passive in-home health status monitoring
that promotes the use of wearable sensors and sensors
embedded in the home environment to monitor
physiologic and behavioral activity (eg, getting in and
out of bed, turning the stove on and off, falling).”
Driving is often a contentious issue. Patients with
AD are at an increased risk of auto accidents. They
commonly forget where they are going and may
become confused while driving. It is helpful to begin
a discussion about driving early in the course of the
disease and to address the issue at subsequent visits.
It is also highly recommended that the patient take an
older adult driving evaluation test, which is available
through the occupational therapy departments of many
hospitals and at state Departments of Motor Vehicles.
Useful suggestions for driving include avoiding driving
at night, on freeways, or without a licensed driver in the
passenger seat; limiting trips to familiar routes, at low
traffic times, and in good driving conditions; and having
a cell phone programmed with speed dial to reach family
caregivers. Limiting the patient’s driving via a staged
withdrawal rather than an abrupt prohibition may reduce
the patient’s resistance to complying with necessary
restrictions. For adults who can no longer drive but who
are very attached to their cars, it may be helpful to suggest
disabling the car but keeping it in the garage. Finally,
state-to-state differences exist regarding whether the PCP
is legally obligated to report that a patient has AD if his or
her driving safety is in question; the PCP must be familiar
with the law in his or her own state and act accordingly.
Financial safety is a key concern as well. When
appropriate, families should be encouraged to enlist the
assistance of bank personnel in monitoring the financial
safety of the patient. Financial planners may also need
to be alerted regarding the patient’s diagnosis. If needed,
an elder law attorney can be located via the National
Academy of Elder Law Attorneys (http://www.naela.org).
Another common occurrence in later stages of AD
is a query about stopping antidementia medication.
While acknowledging the progression of the illness, it is
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important to discuss the likelihood that the medications
may continue to benefit behavior and functioning.”
Despite optimal medical care and devoted caregiving,
almost all patients with AD reach a state in which
placement in a long-term care facility may become
necessary. As noted previously, addressing this probability
early in the course of the disease will allow the patient
to have more meaningful input regarding his or her
preferences.* If such discussions have not yet occurred,
this vexing topic will need to be raised and alternatives
explored. There is a wealth of material available to
assist patients and families with this decision-making
process”’; the primary role of the physician is to ensure
that such resources are utilized in a timely fashion.
Similarly, end-of-life issues, including a living will
or health care proxy, should also be addressed during
earlier stages of the disease, and decisions made
previously should be reviewed and confirmed. Here, too,
utilization of external resources for information, support,
and professional guidance should be encouraged.

CONCLUSION

PCPs are increasingly playing an integral role in the
diagnosis and management of AD. Timely diagnosis and
initiation of therapy for AD are important to optimize
treatment response and provide the patient and family
with sufficient time for planning. Early diagnosis of
AD may also enable the patient to fully contribute to
treatment and practical decisions. While the manner in
which a diagnosis of AD is disclosed to the patient and
caregivers should be tailored to the individual family, it is
recommended that a specific diagnosis be communicated
and that as many caregivers as possible be involved. It is
important to focus on the positive aspects of the patient’s
current capabilities and the value of maintaining function.

As the disease progresses, the focus shifts toward
managing behaviors and accommodating functional
decline. It is important to communicate with caregivers
about these issues and to recommend resources for
managing the day-to-day care of the patient and his or
her own well being. Numerous resources are available
to physicians, patients, and caregivers; PCPs can
help direct patients and caregivers to these resources
in order to ensure that they obtain the educational,
social, and emotional support that they need.

Drug names: donepezil (Aricept), galantamine (Razadyne), memantine
(Namenda).
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