Patient’s Need

PRINCIPLES FOR A DIGNIFIED DIAGNOSIS
Rationale

Talk to me, the person living with
dementia, directly.

| am the person living with the disease, and though althose close to me will also be
affected, | am the person who needs to know first.

Tell the truth.

Even if you don't have all the answers, be honest about what you do know and why you
believe it to be so.

Test early.

Helping me get an accurate diagnosis as soon as possible gives me more time to cope,
live to my fullest potential, and access information and resources.

Take my memory concerns seriously,
regardless of my age.

Age may be the biggest risk factor for Alzheimer’s, but Alzheimer’s is not a normal part
of aging. Don't discount my concerns because of my age. At the same time, don't forget
that the disease can also affect people in their 40s, 50s, and 60s.

Deliver the diagnosis in plain but sensitive
language.

My diagnosis may be one of the most important things | ever hear. Please use language
that | can understand and be sensitive to how this may make me feel.

Coordinate with other care providers.

| may be seeing more than one doctor. It's important that you talk to my other care
providers to ensure everyone has the information so that changes can be identified early,
and | won't have to undergo unnecessary repeated testing.

Explain the purpose of different tests
and what you hope to learn.

Testing can be very physically and emotionally challenging. It would help me to know
the purpose of the test, how long it will take, and what you expect to learn from the
process. | would also appreciate the option of breaks during longer tests and an oppor-
tunity to ask questions.

Give me tools for living with this disease.

Please don't give me my diagnosis and then leave me alone to confront it. | need to
know what will happen to me, what medical treatments are available, and what support
and resources are offered in my community.

Work with me on a plan for living a
quality life.

Medication may help modify some of my neurological symptoms, but | am also interest-
ed in recommendations for keeping myself as healthy as possible through diet, exercise,
and social engagement.

Recognize that | am an individual, and
the way | experience this disease is
unique.

This disease affects each person in different ways and at a different pace. Please be sure
to couch your explanation of how this disease may change my life.

Alzheimer’s disease is a journey, not a
destination.

Treatment doesn’t end with the writing of a prescription.

Please continue to be an advocate.

Advocate not just for my medical care but also for my quality of life as | continue to live

with Alzheimer’s disease.
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