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The high prevalence of dementia and
the increased availability of treat-
ments for Alzheimer’s disease and
related dementias have increased the
need to find optimal approaches to
disclosing the diagnosis of dementia.
In this article, relevant research is
reviewed on physician practices and
perspectives, and on older patients’
and family members’ preferences.
Research suggests that, in general,
patients and families want an accu-
rate and clearly explained diagnosis,
and that they desire guidance from
the physician in understanding the
course of the illness over time as well
as resources that will help them to
cope. Considerations in disclosing a
dementia diagnosis and recommen-
dations on how to disclose a demen-
tia diagnosis are offered.
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Introduction
The high prevalence of dementia,!?
increased clinical understanding of
Alzheimer’s disease and related demen-
tias, the availability of treatments, the
increasingly earlier stage of the disease at
which a diagnosis is possible, and grow-
ing public awareness have drawn atten-
tion to the need to find optimal
approaches to disclosing a diagnosis of
dementia. Research on factors that influ-
ence disclosure and the preferences of
patients and family members, drawing
on recommendations from experts in the
field about how best to disclose a diag-
nosis of dementia, are discussed.

Although recently published clinical
practice guidelines do not address the
specific question of whether or not, or
how, a diagnosis of dementia should be
disclosed, there is an implicit assumption
that diagnosis and disclosure of demen-
tia are central components of high-qual-
ity dementia care.3- For example, the
“Fairhill Guidelines for Dementia Care,”
state that

“physicians should inform affected indi-
viduals and their families about the diagnosis
of probable Alzheimer’s disease (AD), although
some physicians resist this. The communica-
tion of the diagnosis should ordinarily occur in
a joint meeting with the diagnosed individual
and family in order to provide the individuals
with emotional support.”®

Similarly, the Alzheimer’s Society of
Canada and the U.S. Alzheimer’s Asso-
ciation recommend that patients be
informed of their diagnosis so that they
can understand their symptoms, receive

treatment, learn more about their condi-
tion, seek and obtain support and assis-
tance, and plan for the future.8

Why Physicians Don’t Disclose

Many practicing clinicians do not sub-
scribe to these recommendations even
if they are aware of them. Available
research suggests that no more than
50% of clinicians regularly disclose the
diagnosis to patients with dementia.>-1?
In one study, diagnostic uncertainty and
physicians estimate of patients” wishes
and emotional stability were cited as
reasons for not disclosing a dementia
diagnosis.?

Obviously, a prerequisite for dis-
closure is for the dementia to be recog-
nized, evaluated, and diagnosed.
Recent evidence, however, suggests that
as many as 50% of cognitively impaired
patients are undiagnosed.!3-15 The
restricted length of the patient’s doctor
visits, the subtlety of symptoms of
dementia (especially in early stages),'
and the lack of follow-up to evaluate
symptoms even when noted in the
medical chart!3 are cited as contributors
to this underdiagnosis. The lack of fol-
low-up is likely due in part to the per-
ception among some clinicians that
nothing can be done once dementia is
diagnosed. From the perspectives of
family caregivers, however, the benefits
of diagnosis and disclosure are not
viewed solely in terms of drug and
medical treatment but also with respect
to the patient’s well being. Family
members often report that they wish
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they had known sooner that their rela-
tive had dementia because of the relief
they experience when their feeling that
something is wrong is met with a spe-
cific diagnosis.

Most studies conclude that the
majority of patients would choose to be
informed of a dementia diagnosis?!7-20
so that they can put their affairs in order,
plan for future care, and obtain needed
services.® Research suggests that a
patient’s interest in learning his or her
diagnosis may be related to age and over-
all mental health. Specifically, being
younger and experiencing depression
were related to greater interest in being
diagnosed.?02!

How to Disclose the Diagnosis

The manner in which any health infor-
mation is communicated with the
patient is critical, and this is particular-
ly so in the case of dementia. According
to caregivers, physicians need to listen
to their concerns, devote more time to
discussing the diagnosis and what it
means, and include the patient even if
he or she might not fully understand
the implications of the diagnosis.
Research has documented that these
factors are strongly linked with care-
giver satisfaction within the triadic rela-
tionship (patient-physician-caregiver)
that is typical in cases of dementia.?2?3
Another important consideration in
the disclosure process is to tailor the man-
ner in which the information is shared to
the preferences of the patient and family
members. Connell and colleagues!”
found that some caregivers appreciated
a direct approach—having the physician
come right out and tell them the results
of the clinical evaluation for dementia—
while others preferred a softer approach.
Some caregivers found the term
“Alzheimer’s disease” especially upset-
ting for patients. Many physicians and
caregivers prefer to focus their discussion
on memory problems or safety concerns
rather than Alzheimer’s disease.
Although this may be appropriate for the
early stage of the disease or the initial
doctor visits, a cautionary note is needed.
Most families eventually want specific
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Table 1: Disclosing the Diagnosis of Dementia—How to Tell the Family

Provide the most clinically accurate diagnosis possible.

Err on the side of disclosing rather than withholding a dementia diagnosis.

Balance discussion of cognitive deficits with the patient’s strengths and abilities.

Use the terms “mild cognitive impairment” or “MCI" with caution. If used, provide a
clear explanation of their meaning and prognosis.

There are several factors to consider in disclosing the diagnosis:

— Stage of dementia:

Patients with severe dementia may lack the ability to understand their

condition.

Patients with early dementia may be the hardest to tell but they have the right
to know and can benefit most from participating in decision making for future care.

— Insight of the patient is necessary to understand diagnosis.

— Is the patient depressed? Is the depression related to the patient’s awareness of

his/her cognitive deficits?

— There are cultural differences in the meaning of “cognitive impairment.”

Dose information about diagnosis, prognosis, and follow-up care:

— At the time of diagnostic disclosure, explain the diagnosis, medication options,
and address behavioural or psychiatric symptoms.

— On the next visit, discuss the anticipated course of the illness over time; refer the

patient to the Alzheimer’s Association.

— On following visits, focus on ongoing care management and communicating
information, and encourage the patient to use community resources.

Prior to conducting a clinical evaluation for dementia, assess the best way to inform the

patient and family:

— Should the patient and family be informed separately or together?

— Should diagnosis and treatment recommendations be given in writing?

— What terminology would be most appropriate? “Alzheimer’s disease,

loss,” or “dementia”?

"o

memory

information about the diagnosis and its
prognosis. Additionally, without a spe-
cific diagnosis of Alzheimer’s disease or
other dementing illness, referrals to com-
munity-based service agencies (e.g.,
Alzheimer’s Association) may not be
made or may not be heeded. There are
benefits to offering a direct and clear dis-
closure and, unless there is a compelling
rationale for not doing so, clinicians
should communicate the specific nature
of the symptoms and their cause in a sen-
sitive and understandable way.

This does not necessarily mean
telling the whole story in one sitting. In
fact, several studies recommend that the

diagnosis be shared over a number of vis-
its so that the patient and family can be
eased into the bad news.!724

Whenever possible, the physician
should consult with the patient and
family members at the outset of the
diagnostic process about their prefer-
ences for how the diagnosis should be
discussed. Questions might include
whether the patient wants to have a
family member present when they learn
the results of their evaluation or if they
prefer to hear the news privately first.
The clinicians may also wish to ask
whether family members and patients
will prefer the results of the evaluation
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provided in writing or verbally and to
probe their understanding and their
comfort with terms such as memory
loss, dementia, and Alzheimer’s dis-
ease. In general, it may be best to pro-
vide the most direct and medically
specific terminology while taking into
consideration the reactions and comfort
level of the patient and family. Direct
and clear information aids in under-
standing; softening the diagnosis to the
point of uncertainty does no service to
the patient or family.

Clinicians should also recognize
that many patients and families would
receive the news of the diagnosis with
little reaction. Silence may result from
the shock of hearing the words they
have dreaded to hear and may mask the
true emotional impact of the diagnosis.
Whatever the reason for seeming
rational acceptance, it is unlikely that
hearing the diagnosis of Alzheimer’s
disease or dementia will be received
without a sobering degree of emotion.
Providing information about the diag-
nosis with an emphasis on retained abil-
ities and strengths puts a positive face
on what might otherwise be viewed as
an unacceptably depressing situation.

Giving a diagnosis to someone with
mild dementia can be particularly diffi-
cult. Not only is the patient likely to have
more awareness of cognitive deficits, but
there also may be a high degree of uncer-
tainty about the specific diagnosis on the
part of the family and the patient as well
as the clinician. In recent years, a new
diagnosis referred to as Mild Cognitive
Impairment (MCI) has emerged, creating
an even greater challenge to timely and
accurate disclosure. It is estimated that
more than 50% of individuals diagnosed
with MCI will progress to full demen-
tia.?® Recent studies have documented
that patients’ reactions to a diagnosis of
MCI can be particularly variable, with
some interpreting the news as an
inevitable precursor to Alzheimer’s dis-
ease and others as simply age-related for-
getfulness. In fact, neither interpretation
is accurate, and only time will reveal the
ultimate course. Additional research is
urgently needed to better understand

how best to disclose and monitor patients
diagnosed with MCI.

Postdisclosure Information
and Support

Family members and patients frequently
report that they do not receive adequate
information at the time of diagnosis
about the nature of dementia and what
they can expect to occur over the coming
months, nor resources sufficient to help
the patient and family plan for and cope
with the disease.!7?32¢ It is entirely possi-
ble that many patients and families sim-
ply do not hear much at the time the
diagnosis is disclosed due to the emo-
tional impact of hearing the diagnosis.
This has led experts to suggest the “rule
of threes.”?” During the initial disclosure,
the goal is to explain what dementia is,
what medications might be available,
and to address behavioural and psychi-
atric symptoms. At the next visit, infor-
mation can be provided about the course
of the illness over time as well as what to
do in the event of a crisis or emergency.
In future visits, families can be encour-
aged to learn about and utilize commu-
nity services, such as support groups and
home care help, and attend to caregiver
self-care and a range of potential thera-
pies. In many cases, family members
may have different understandings of the
seriousness of the condition or the
patient’s care needs. Meeting with fami-
ly members as a group, so that they all
receive the same information and have
the opportunity to discuss care needs,
can be of great benefit. A physician refer-
ral to the Alzheimer’s Society (in the U.S.
the Alzheimer’s Association) is highly
recommended to facilitate the process of
obtaining up-to-date information and
available services and resources for
patients and families. In some cases, fam-
ily members may be more likely to con-
tact the Alzheimer’s Society if their
physician made a specific referral (as
opposed to expecting the family to take
the initiative to make contact on their
own). To the extent possible, it would be
ideal if physicians (and/or members of
their office staff) would follow up with
the family at subsequent office visits to

make sure that they received the local
support and assistance they need.

Conclusion

Diagnosing and disclosing a diagnosis of
dementia requires great compassion and
sensitivity. While further research is need-
ed to provide more definitive guidelines
for optimal disclosure, ethical considera-
tions and qualitative studies of patients
and family members suggest that, in
most cases, direct and clear communica-
tion about the diagnosis is highly recom-
mended. Nonetheless, clinicians should
take into consideration factors that may
influence their patients’ preferences of
whether to be informed as well as the
specific words to be used, including the
degree of certainty of the diagnosis, the
patient’s insight, and the severity of the
dementia. It is also likely that there are
ethnic, cultural, and racial differences in
how patients and families will respond
to a diagnosis of dementia, and these dif-
ferences need to be better understood.?8?
What is clear, however, are the benefits of
tailoring the disclosure to the specific
needs and perspectives of the patient and
family. Ideally, clinicians should seek to
understand their patients” and families’
preferences before undertaking a clinical
evaluation, so that the resulting diagno-
sis can be disclosed in a way that is most
beneficial. *

No competing financial interests declared.
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