IMPROVING
DIAGNOSIS IN
HEALTH CARE

Resources for Patients, |:ami|ies,

and Health Care Professionals

The goal of patient engagement in diagnosis is to improve patient care and out-
comes by enabling patients and their families to contribute valuable input that

will facilitate the diagnostic process and improve shared decision making about
the path of care. Yet for a variety of reasons, patients may not be effectively
engaged in the diagnostic process. For example, some patients may fear as-
serting themselves and coming across as “difficult,” because they are concerned
that may influence the quality of care they receive. Some may lack familiarity with
or adequate access to the health care system. Cultural and language barriers also
can be significant challenges to full participation in the diagnostic process. Even
if a patient speaks the same language as his or her clinicians, there can be com-

munication challenges if the patient has limited health literacy or if clinicians use
unfamiliar medical terminology.

=' PATIENTS AND THEIR FAMILIES ARE ESSENTIAL MEMBERS OF THE DIAGNOSTIC TEAM.

Effective communication and collaboration among all members of the diag-
nostic team are essential to improve health care and outcomes and to reduce
the risk of diagnostic error. Although there are a number of challenges to patient
engagement in the diagnostic process, a critical step is for health care profession-
als and organizations to create environments in which patients and their families
can learn about the diagnostic process and feel comfortable participating in this
process. A number of patients, health care professionals, and organizations have
developed information and resources to help patients learn about and engage
in the diagnostic process. The National Academies of Sciences, Engineering, and
Medicine report Improving Diagnosis in Health Care features two examples of re-
sources—one by the National Patient Safety Foundation and Society to Improve
Diagnosis in Medicine, and the other by Kaiser Permanente—designed to help
patients get the right diagnosis. View them on the following pages.
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CHECKLIST FOR GETTING THE RIGHT DIAGNOSIS

Adapted from the National Patient Safety Foundation and the Society to Improve

Diagnosis in Medicine*

Tell Your Story Well: Be clear, complete, and
accurate when you tell your clinician about
your illness.

* Be Clear-Take some time to think about when
your symptoms started, what made your symp-
toms better or worse, or if your symptoms were
related to taking medications, eating a meal,
exercising, or a certain time of day.

* Be Complete-Try to remember all of the import-
ant information about your illness. Write down
some notes and bring them with you. A family
member may be able to help you with this.

* Be Accurate-Sometimes you may see multiple
clinicians during a medical appointment. Make
sure your clinicians hear the same story regard-
ing your illness.

Be a Good Historian

* Remember what treatments you have tried in the
past, if they helped, and what, if any, side effects
you experienced.

* Think about how your illness has progressed
over time.

* Think about your family’s medical history and if
you may be at risk for similar illnesses.

Keep Good Records

* Keep your own records of test results, referrals,
and hospital admissions.

* Keep an accurate list of your medications.

* Bring your medication list with you when you
see your clinician or pharmacist.

Be an Informed Consumer

* Learn about your illness by looking at reliable
sources on the Internet or visit a local library.

* Learn about the tests or procedures you are
having done.

* Learn about your medications:

- Know the names of your medications (both
generic and brand names). For example: Tylenol
(brand name) and acetaminophen (generic
name)

- Know what the medication is for

- Know the amount (dose) you need to take

- Know the time(s) you need to take it during the
day

- Know the side effects to watch for and report to
your clinician

- Know if the medication interacts with any food
or drugs

Take Charge of Managing Your Health

* When meeting with your clinician, use the Ask
Me 3 brochure, Good Questions for Getting the
Right Diagnosis:

1. What could be causing my problem?

2. What else could it be?

3. When will | get my test results, and what
should | do to follow up?

* If you have more than one clinician, make sure
each clinician knows what the other person is
thinking and planning.

* Make sure each clinician knows all of your test
results, medications, or other treatments.

* Be informed and involved in decisions about
your health.

Know Your Test Results

* Make sure both you and your clinician get the
results from any tests that are done.

* Don’t assume that no news is good news; call
and check on your test results.

* Ask what the test results mean and what needs
to be done next.

Follow Up

* Ask when you need to make another appoint-
ment (follow up) with your clinician once you
start treatment.

* Ask what to expect from the treatment or what it
will do for you.

* Ask what you need to do if you get new symp-
toms or start to feel worse.

Make Sure It Is the Right Diagnosis

» Sometimes your diagnosis is the most “likely”
thing that is wrong, but it may not be the “right”
diagnosis.

* Don’t be afraid to ask “What else could this be?”

* Encourage your clinicians to think about other
possible reasons for your illness.

Record Your Health Information and

Monitor Your Progress

* Track your health information and share it with
your health care team in a structured format.?

2 One available resource is SIDM’s patient toolkit.

Adapted and reprinted, with permission, from the National
Patient Safety Foundation and the Society to Improve Diagnosis
in Medicine (2014). Ask Me 3 is a registered trademark of Pfizer
Inc and is licensed to the National Patient Safety Foundation.

*These checklists do not necessarily reflect committee consensus or the views of the National Academies of Sciences, Engineering, and Medicine but rather represent
examples of ways that health care professionals and organizations can provide patients with opportunities to learn about the diagnostic process and become more
actively involved in their health care.



SMART PARTNERS ABOUT YOUR HEALTH

Adapted from Kaiser Permanente*

Symptoms

Medical/medication

history

Assessment

Review

To do

Smart Checklist

Tell your clinician what'’s currently
wrong...why you are here. Is this a new
symptom, when did it start, what home
remedies have you tried?

Provide medical information about your
past. Be prepared to discuss your current
medications and over-the-counter medi-
cines or supplements that you take (ibu-
profen, vitamins, etc.) with your clinician.

Describe what you think is going on. Ex-
press your feelings and your concerns.

After your clinician diagnoses your con-
dition, ask if it could be something else.
Make sure you understand what is causing
your symptoms. In your own words de-
scribe the diagnosis back to your clinician.
Talk about things that might keep you
from following your treatment plan.

Make sure you understand what you

need to do next. Repeat your treatment
plan and the information you received
from your clinician. Be sure to ask for your
after-visit summary and follow all your cli-
nician’s instructions or let him or her know
if you can’t.

Before your visit, think about...

* What you want to talk about during your visit
What symptoms are you having?
How long have you had them?
Do they go away?
Have you tried any home treatments? If so, what?

* Inviting someone to go with you
Bringing someone to your appointment can help
you to answer questions and give your clinician

information.

* Be prepared
Be prepared to go over your medications,
vitamins, and supplements.

Smart Script

“I’'m concerned about... ”
“Symptoms I've been having... ”

“Some of my medical history that
might be important includes (a close
family member had cancer).”

“To help me remember | have a list
of my current medications and sup-
plements.”

“I'm worried | might have ___ and |
have tried...”

After your clinician diagnoses your
condition, ask questions and verify
next steps.

“Could you tell me what else it could
be or if more than one thing is going
on?”

“Just to make sure | haven’t missed
anything, | need to... ”

» Write down your questions or some words that
will help remind you
What concerns do you have about your
symptoms?
What concerns are most important to you?

Make sure you mention any changes that you

have made.

continued



During your visit...
* Confirm with your clinician why you are there

* Your symptoms
When did your symptoms start?
Do they go away?
Where are they located?
How do they affect your daily activities?

* Share what home treatments you have tried
Did they help or make your symptoms worse?

* Share your worries about your symptoms
* Share what you think might be going on

Your diagnosis: consider asking the clinician...

* What else could it be?
* Do all my symptoms match your diagnosis?
* Could there be more than one thing going on?

At the end of your visit...

* Make sure you understand what you need to do next
Repeat your treatment plan and the information you received from your clinician.
If you don’t understand, ask your clinician to explain any words or ideas that are confusing.
Talk about things that you feel might keep you from following the treatment plan.
Talk about other treatment plans or options.

* Be sure to ask for your after-visit summary
* Follow all your clinician’s instructions or let them know if you can’t

Copyright 2012 by Kaiser Permanente. Adapted and reprinted with permission.

*These checklists do not necessarily reflect committee consensus or the views of the National Academies of Sciences, Engineering, and Medicine but rather repre-
sent examples of ways that health care professionals and organizations can provide patients with opportunities to learn about the diagnostic process and become
more actively involved in their health care.

To download the full report and to find additional resources, visit

NAS.EDU/IMPROVINGDIAGNOSIS
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