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KEY FINDINGS




Key Findings

According to healthcare providers (HCPs), patients want to
know if they are at higher risk for or already have dementia
(87% and 92%, respectively). Yet, fewer say patients want
baseline readings (74%) and regular screenings (61%) to assess
whether or not they have developed dementia.

Most (82%) disagree that there is “no benefit” to diagnosing
cognitive impairment in the early stages.

HCPs leverage a range of processes to diagnose dementia, with
cognitive assessments and eliminating underlying
conditions to be most useful (90% and 91%, respectively,
among those who use them). Overall, to diagnose dementia,
more than nine in 10 (93%) use cognitive assessments and
nearly nine in 10 (88%) eliminate underlying conditions.

Those specializing in Neurology (82%) and Geriatrics (79%) are
significantly more likely than HCPs overall (63%) to be
extremely/very confident that their dementia diagnoses are
definitive.
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Key Findings (Cont.)

HCPs acknowledge serious concerns among patients diagnosed
with dementia, from a loss of independence (e.g., losing one’s
driver’s license, 89%), to suffering (e.g., an emotional toll on
one’s family, 85%), to financial concerns (e.g., not being able to
get long-term care insurance, 75%).

They are also aware of the stigma that is associated with this
condition, believing that patients would be ashamed of the
diagnosis and fear being seen as incompetent (each 69%).

Nearly eight in 10 (78%) agree that “no matter how difficult it is
for someone to hear they have dementia, | always tell them
the truth.” This suggests that a fraction of HCPs do not always
tell their patients the truth.

There is consensus that a lot can be done for patients — even
without a drug available to treat the underlying cause of
dementia. Getting regular exercise (92%), engaging in
cognitively stimulating activities (91%), and engaging
socially with others (89%) are seen as most helpful.

AARP.ORG/RESEARCH | © 2021 AARP ALL RIGHTS RESERVED

AARP RESEARCH

5



SCREENING FOR DEMENTIA
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Healthcare providers (HCPs) say patients want to know their risk
for dementia, or if they already have it...

Roughly nine in 10 (87%) HCPs agree with each of these statements, with three in 10 or more strongly agreeing.

My patients want to know if they...

L] Agree/Strongly agree

[l strongly agree
Neurologists are Are at higher Have
above-average on risk than dementia
having this view; others for
virtually all (96%) developing 29% 34%

agree dementia

Qs 1-2. For the following series of questions, please indicate whether you agree or disagree with each statement. Base: Total HCPs n=500; Neurologists n=84
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Most HCPs believe their patients want a baseline measurement of
their cognitive function and an annual dementia screening

Three-quarters (74%) believe patients want a baseline measurement of cognitive function, while fewer — six in 10 (61%)
— say the same about annual exams. Compared to annual dementia screenings, a majority of HCPs also believe their
patients would like an annual screening for cancer.

My patients want me to...

[ ] Agree/Strongly agree
[l strongly agree

A majority of HCPs also feel
their patients want to be
examined yearly for cancer.

My patients want me to
examine them every year so
they know if they have

Examine them
every year, so

Get a basea

measurement 19%

15%

to tn_ac_;k they know if they developed cancer:
— cognitive have developed
HCPs specializing function dementia . 56% -- Agree
In Geriatrics are over time * 9% -- Don’t know

61% * 24% -- Disagree

above-average on
* 11% -- Not applicable

having this view
(94% agree)

Qs 3-5. For the following series of questions, please indicate whether you agree or disagree with each statement. Base: Total HCPs n=500; Geriatrics n=48
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Relatively few HCPs believe patients would want their diagnosis to
remain secret

Only about one in five HCPs think that their patients would not want their family to know if they had dementia (21%) and
would not want to know themselves (23%). However, significantly fewer adults age 40 and older said they would not
want to know if they had dementia (8%) and would not want their family to know (10%).

If my patient had dementia...

8% of adults age 40 and
older* agree they would
not want to know if they

had dementia, and 10%
agree they would not
want their family to know.

Qs 14-15. For the following series of questions, please indicate whether you
agree or disagree with each statement. Base: Total HCPs n=500

They WOULD NOT want They WOULD NOT want to

their fam”y to know know *2021 AARP Survey on the Perceptions Related to a Dementia Diagnosis:
Adults age 40-plus, https://doi.org/10.26419/res.00471.001

mAgree mDon'tknow mDisagree
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Most HCPs do not think their patient’s cognitive function should be
assessed yearly

Nearly half (49%) of HCPs say their patients should have their cognitive function assessed when the providers feels it is
necessary and more than four in 10 HCPs say the assessment should occur when the patient (46%) or their family
(43%) request it. Fewer than four in 10 feel a regular cognitive evaluation is indicated.

A patient’s cognitive function should be assessed...

49%

When | feel it is necessary

46%

When the patient requests it

When a family member requests it for the

0
patient 43%

Every year starting at age 65 39%

23% | Female HCPs are
more prone than their
22045— male counterparts to

Every few years starting at age 65

Llj'\. N

Every few years starting at age 50

Q36. How often do you feel patients should have
say assessments their cognitive function assessed? (check all that
. should start at age 50 apply) Base: Total HCPs n=500, Female HCPs
Every year starting at age 50 16% (32% vs. 19%6) =117, Male HCPs n=383
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Most healthcare providers disagree that there is “no benefit” to
early diagnosis of cognitive impairment

In fact, early screenings are seen to offer benefits to patients in terms of both treatment outcomes and preparation.

Diagnosing dementia at an early stage...

Gives patients more time to plan their finances 96%

% Gives patients more time to plan for their future
E care

Allows patients to prepare their advance directive

95%

. 0
D 1S ag fee or their living-wil 92%
that “there is no benefit Increases the chance to treat the disease better 84%
to diagnosing a
cognitive impairment in Motivates patients to have a healthier lifestyle to e

the early stages” potentially slow the progression of the disease

Leads patients to be more willing to participate in
research about this disease

61% Neurologists are
more likely to hold
this view (74%)

Qs 40, 8-13. For the following series of questions, please indicate whether you agree or disagree with each statement. Base: Total HCPs n=500; Neurologists n=84
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DIAGNOSING DEMENTIA
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HCPs leverage a wide range of diagnostics to evaluate patients for
dementia

HCPs who leverage these processes find cognitive assessments and eliminating underlying conditions to be most
useful — each rated as very or extremely useful by nine in 10.

Diagnostic processes used when evaluating patients for dementia

Neurologists over-index on imaging
(85%), while Psychiatrists are above

93% 92% 0 :
’ 90% 88% 86% average on psych evaluations (92%)
0
I I . l l i ]
Cognitive The patient's Current medical Elimination of Family medical = Diagnostic imaging Psychiatric
assessments medical history conditions underlying history tests (e.g., MRI, CT evaluations
conditions that scan, PET scan)

cause symptoms
Q49. Which of the following diagnostic processes do you use when evaluating a patient for dementia? Base: Total HCPs n=500, Neurologists n=84, Psychiatrists/Psychologists n=115. Q50. In
general, how useful are each of the following tools in evaluating a patient for dementia? Base: Those who use each diagnostic process, varies: Family medical history n=432, Their medical history
n=460, Current medical conditions n=450, Elimination of any underlying conditions that are causing cognitive symptoms n=440, Cognitive assessments n=465, Psychiatric evaluations n=314,

Diagnostic imaging tests n=344
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Non-specialists are significantly less confident in their diagnosis

More than six in 10 (63%) HCPs are extremely or very confident that their dementia diagnosis is definitive. Those
specializing in neurology and geriatrics are significantly more likely than HCPs overall to be extremely or very confident.
This suggests that non-specialists may benefit from greater education on diagnosing their patients with dementia.

Level of confidence in dementia diagnoses

3%
Not very/Not at all
confident
82% 0
m Somewhat confident 79%
62% .
m Extremely/Very 53%
. -

Family medicine, internal Psychiatry, Psychology

Neurology Geriatrics
medicine

All HCPs

Q51. In general, after an evaluation suggests a dementia diagnosis, how confident are you that the diagnosis is definitive? Base: Total HCPs n=500, Family medicine n=296, Geriatrics n=48,

Neurology n=84, Psychiatry n=115
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PATIENT IMPACT
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HCPs believe if their patient had dementia they would be worried
about a loss of independence...

A large majority of HCPs believe that patients fear they would lose their driver’s license (89%), be a burden to others
(89%), and have to move to a nursing home (88%). One-third or more strongly hold this view.

Strongly agree/agree that patients diagnosed with dementia fear...

They would lose their driver’s license and other
privileges

89%

They would have to live in a nursing home 33% 55% 88%

They would be a burden to others 88%

Qs 27-29, 35. For the following series of
guestions, please indicate whether you
agree or disagree with each statement.
Base: Total HCPs n=500

They would lose their home 53%

m Strongly agree mAgree
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...as well as an emotional toll on themselves and family members

Notably, HCPs are divided on whether patients would want to give up on life: roughly one in three each agree (32%),
are not sure (33%), and disagree (35%).

Their family will suffer emotionally

They would be depressed

They would be anxious

They may want to give up on life

Patients diagnosed with dementia fear ...

Disagree mDon't know mAgree

Those who have
diagnosed many
dementia patients are
more inclined to agree that
depression is a concern
(75% vs 59% among
those who have diagnosed
just a few or no patients)

Those specializing in
Geriatrics over-index on
this concern (50%)

Qs 20, 32-34. For the following series of questions, please indicate whether you agree or disagree with each statement. Base: Total HCPs n-500, Diagnosed dementia just a few times or never
n=63, Diagnosed dementia many times n=437, Specializing in Geriatrics n=48
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Many also see dementia patients anticipating financial challenges

Three-quarters believe patients fear being unable to get long-term care insurance, with more than one in four (28%)
strongly holding this view.

Strongly agree/agree that patients diagnosed with dementia fear ...

They could not get long-term care insurance 28% 47% 75%

11% 59% 70%
19% 51% 70% WIS e
52% v | . .
Qs 24-26, 30-31. For the following series of

questions, please indicate whether you
agree or disagree with each statement.
Base: Total HCPs n=500

Their family will suffer financially

They could not get life insurance

They could not afford the cost of care

They could not afford health insurance 40% 46%

m Strongly agree mAgree
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Survey results point to a negative association with dementia

However, fewer HCPs feel that their patients will think they will not be listened to or not receive the best medical care

from their doctor.

Agree that if their patient had dementia they...

Think they will be considered incompetent 69%

Think they will feel ashamed or embarrassed 69%

May be concerned their employer will find out 67%

May think they will no longer be taken seriously 46%

May think they will be mistreated 26%

Fewer HCPs agree that their
patients think they will:

Not be listened to by HCPs (33%)

Not receive the best care for other
medical problems (28% overall and
even lower among those specializing
in Neurology, 14% agree)

Qs 17-19, 21-23. For the following series of questions, please indicate whether you agree or disagree with each statement. Base: Total HCPs n=500, Neurologists n=84
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HCPs discomfort with dementia leads some to “sugar coat” the

diagnosis

Nearly eight in 10 (78%) HCPs say they always tell patients the truth no matter how difficult it is for them to hear.
However, nearly four in 10 (38%) would rather tell a patient they have dementia instead of Alzheimer’s disease and
three in 10 would rather tell a patient they have a cognitive decline. The reluctance some HCPs feel when faced with
telling a patient they have dementia potentially perpetuates the stigma associated with this diagnosis.

Agree that “no matter how difficult it is
for someone to hear they have dementia,
| always tell them the truth”

B Agree/Strongly agree
[ ] Strongly agree

78%

Qs 41, 43-46, 48. For the following series of questions, please indicate whether you
agree or disagree with each statement. Base: Total HCPs n=500

When considering a dementia diagnosis, healthcare
providers agree that ...

| would rather tell a patient that they have

0
“‘dementia” than “Alzheimer’s Disease" 38%

| am reluctant to tell my patient they have
mild-stage dementia, so | tell them it's a
cognitive decline

30%

| do not always tell my patients when |
suspect they have dementia

| am reluctant to diagnose my patients with
dementia because it impacts their
independence

Even if | think my patient has dementia, | am
reluctant to tell them because | do not want
to scare them
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" PATIENT INFO, SUPPORT, &
TREATMENT
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The American Academy of Neurology (AAN) diagnostic and
treatment best practices

In 2018, the AAN published guidelines for healthcare providers in the diagnosis and treatment of their patients who may
have a mild cognitive impairment (MCI). The authors noted that deficits in cognition should not be attributed to normal
aging and in some cases MCI progresses to dementia. Below is a summary, in simplified terms, of those guidelines.

Healthcare providers:

« Should assess for MCI with validated tools.

« Should evaluate patients with MCI for modifiable risk factors and functional impairment.

« Should treat behavioral/neuropsychiatric symptoms.

+ Should monitor their patients’ cognition over time.

+ Should discontinue medications that cause cognitive impairment where possible and treat behavioral symptoms.
« May choose not to offer cholinesterase inhibitors; if offering, they must first discuss the lack of evidence.
« Should recommend regular exercise.

« May recommend cognitive training.

« Should discuss diagnosis, prognosis, long-term planning, and the lack of effective medicine options.

« May discuss biomarker research with patients with MCI and families.

*Petersen, R. C., Lopez, O., Armstrong, M. J., Getchius, T. S. D., Ganuli, M., Gloss, D.,...Rae-Grant, A. (2018). Practice guideline update summary: cognitive impairment. Neurology, 90, 126-135.
doi: 10.1212/WNL.0000000000004826
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Disease progression and lifestyle changes are most often
discussed with newly diagnosed dementia patients

Disease state: current & future

What to expect re disease progression @

The cause of their dementia if known 68%

Additional expertise / testing

Information

The stage of dementia they are in 54% )

Evaluate for hearing loss 49%
What their likely prognosis is 53%

Refer them to a memory 35%
Life expectancy 24% disorders clinic

Refer them to an HCP with  27%

more dementia experience
Disease treatment / management Order a PET scan 12%
Lifestyle changes that may slow @ Enroll them in a clinical trial 10%
disease progression

. L . Order a lumbar puncture 4%

Prescribe medication to relieve 74%
symptoms

Q38 Which of the following actions do you take after you have diagnosed someone with dementia?

Provide them with informational 56%
literature about dementia

Refer them to online resources or 43%
informational websites

Healthcare planning
Financial planning

Keeping appointments

Social-emotional / local support

Refer the family to counseling 29%

Refer the individual with the diagnosis 25%
to counseling

Refer them to community resources 5%

Q52. In general, after an evaluation suggests a dementia diagnosis, what do you communicate to your patients? | tell my patients... Base: Total HCPs n=500
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HCPs differ on info and disease management plans given to

patients diagnosed with dementia

Significant differences are seen by specialty, by gender, and by where HCPs practice

By Specialty

Specialty Total
Geriatrics above average on: P y
Discussing the importance of financial
planning 73% 57%
Providing Info / literature on dementia 73% 56%
Evaluating for hearing loss 65% 49%
Discussing life expectancy 46% 24%
Neurologists are above average on:
Prescribing medications to relieve
symptoms 86% 74%
Discussing the cause of dementia 82% 68%
Ordering a PET scan 23% 12%
Enrolling patients in clinical trials 19% 10%
Order a lumbar puncture 10% 4%

Psychiatrists/Psychologists are above average on:
Referring to memory disorder clinics 47%

Q38 Which of the following actions do you take after you have diagnosed someone with dementia? Q52. In general, after an evaluation suggests a dementia diagnosis, what do you communicate to

35%

By Gender

Discussing disease progression

Advising on lifestyle changes to slow disease progression
Discussing the importance of healthcare planning
Discussing the importance of financial planning
Discussing the importance of keeping appointments
Providing online resources or informational websites
Referring the family to counseling

Referring patient to a more experienced HCP

Referring the patient to counseling

Those practicing in areas are above average on:
The importance of keeping appointments

Referring the individual with the diagnosis to counseling
Discussing life expectancy

Those practicing in areas are above average on:
Advising on lifestyle changes to slow disease progression

Women

85%
83%
80%
65%
61%
52%
38%
35%
33%

57%
34%
33%

87%

Men

74%
73%
66%
54%
42%
40%
27%
25%
22%

46%
25%
24%

75%

your patients? | tell my patients... Base: Total HCPs n=500, Geriatrics n=48, Neurology n=84, Psychiatry n=115, Female HCPs n=117, Male HCPs n=383, , Urban HCPs n=151, Rural HCPs n=87
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HCPs know that regular exercise, cognitively stimulating activities,
and socializing with others helps with dementia’s symptoms

A large majority of HCPs feel that different lifestyle or health-related changes will help with the symptoms of dementia.
Four in 10 (43%) feel losing weight may help the symptoms and relatively few feel that dietary supplements (26%) and
avoiding metals (16%) would be helpful.

Help with dementia’s symptoms

Getting regular exercise | © 25
Engaging in cognitively stimulating activities || GGG 01 %
Engaging socially with others | 5O/

83%

Limiting alcohol consumption
. ¥ p. By Gender_. Women Men
Getting 7 to 8 hours of sleep per night 79% ' Engaging in cognitively
it ki 29 amd Stimulating activities 96% 90%
Quitting smoking 0 Quitting smoking 86% 7%
Eating a proper diet [ 75 Managing stress effectively 84%  70%
Getting hearing aids, if hearing is an issue | EGTKNKGNNEGNGEEEEEEEEEN 77
Managing stress effectively [ R 4%
. . 0

Losing weight _ 43% Getting regular exercise 93% 84%
Taking dietary supplements | 26% Engaging socially with others 90%  79%

Avoiding metals [l 16%

Qs 37. In your opinion, which of the following help with the symptoms of dementia? Base: Total HCPs n=500, Female HCPs n=117, Male HCPs n=383, Diagnosed dementia just a few times or
never n=63, Diagnosed dementia many times n=437
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Healthcare providers know treatments are available for dementia
busting the myth that nothing can be done

Most disagree that nothing can be done to help dementia patients — and disagree that they are hesitant to diagnose
because of it. With one in five or more strongly disagreeing with each of these statements. However, one in five HCPs

need additional information on treatments for dementia, especially those who infrequently diagnose dementia.

Bl Disagree/Strongly disagree HCPs DISAGREE that...
[ strongly disagree
Until there is a drug that can modify the | am reluctant to diagnose my patients
There are no available disease that causes dementia, there is with dementia because there is
treatments for dementia nothing that can be done to help patients nothing that can be done to help them

85%
77% \ 77% \ \
20% 19%
30%

Those who have diagnosed many dementia patients are more inclined to disagree that no
treatments exist (78% vs 65% among those who have diagnosed just a few or no patients)

Qs 7, 42, 47. For the following series of questions, please indicate whether you agree or disagree with each statement. Base: Total HCPs n=500

AARP RESEARCH
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Yet, many are unsure whether or not patients believe there are
available treatments for dementia

This is true across key subgroups, like specialty or frequency of diagnosis, suggesting an opportunity for clearer
communication with patients.

“My patients do not believe there are currently any
treatments available for dementia”

m Disagree

m Unsure

mAgree

Q48a. For the following series of questions, please indicate whether you agree or disagree with each statement. Base: Total HCPs n=500
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Implications

Despite the very real fear and stigma surrounding dementia, patients
do not want to be in the dark about their risk for developing this
condition. Moreover, the medical community supports early screenings,
which allow patients to get ahead of their condition, both in planning for
the future and in making lifestyle changes that can reduce symptoms.
Strengthening the style and tone of communication with respect
to screening and diagnosis could go a long way in setting
patients up for the best possible outcome, without adding
emotional stress.

HCPs differ widely on information and disease management plans
given to patients diagnosed with dementia and — to a lesser extent —
the steps patients can take to help with symptoms. Patients could
benefit from clear, consistent communication on disease
management so that all patients are operating on a level playing field
when it comes knowledge of, and expectations for, their condition.

The reluctance of some healthcare providers to provide their patients
with an accurate diagnosis of dementia potentially adds to the
perceived stigma of the condition. Whereas an honest diagnosis with
clear strategies to treat dementia will aid in reducing stigma.
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Methodology

Objectives: To understand the stigma associated with a diagnosis of
dementia from the point of view of health care providers (HCPSs)

Methodology: Online survey via a range of established healthcare
panels

Sample / Qualifications: n=500 interviews with physicians, nurse
practitioners, physician assistants, and psychiatrists / psychologists;
must evaluate people for the presence of cognitive impairment;
approximately 25% or more of patients must be age 50 and over.
Achieved a mix of specialties including:

— Family medicine/Internal medicine (n=296)
— Geriatrics (n=48)
— Neurology (n=84) This description was provided to HCPs at the start of the

— Psychiatry/Psychology (n=115) SHIVEY
) ) ) . . For the purpose of this survey, we are using the following
‘ In_terV|eW|ng Dates: March 1]_-'171 2021 (th|5 Survey was _flelded definition of dementia: Dementia is a decline in cognitive
prior to FDA approval of the Biogen drug to combat Alzheimer’s function that interferes in the ability to perform activities
disease), of daily living. Some common causes of dementia
include Alzheimer’s disease, vascular dementia, Lewy
* Questionnaire length overall: 10 minutes (median) body dementia, and frontotemporal dementia.

AARP.ORG/RESEARCH | © 2021 AARP ALL RIGHTS RESERVED AARP RESEARCH
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Important notes about the survey and data analysis

« Totals may not add up to 100%: (1) Due to rounding and (2) The exclusion of refusals from the charts and tables.
« The survey instrument is based on the PRISM survey administered and validated in 2008 by Malaz Boustani, MD and colleagues.!

« A parallel survey of 3,022 adults age 40 and older was administered at the same time. The parallel questions between this survey of
healthcare providers and the survey of adults age 40 and older from the general population are reported in the document entitled 2021
AARP Survey on the Perceptions Related to a Dementia Diagnosis: Adults age 40-plus.?

1Boustani et al. (2008) Measuring primary care patients' attitudes about dementia screening. Int J Geriatr Psychiatry. 2008 Aug;23(8):812-20. doi:

10.1002/gps.1983.
2Mehegan, L. and Rainville, G. (2021). 2021 AARP Survey on the Perceptions Related to a Dementia Diagnosis: Adults age 40-plus. doi:

https://doi.org/10.26419/res.00471.001
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Respondent and Patient Profile

Primary profession

23.5

Mean years in practice

Current specialty

Practice location & setting

Physician 97%
Nurse practitioner 1%
Physician assistant 1%

Provided a diagnosis of dementia

Yes, many times 87%
Yes, once or a few times 11%
No 2%
Yes

No

Family medicine
Psychiatry
Neurology

Internal medicine
Geriatrics
Emergency medicine
Psychology

Other

51%
23%
17%
10%
10%
1%

1%

1%

Urban 30%
Suburban 52%
Rural 17%
Private clinic/ office based 84%
Teaching/ university hospital 9%
District/ regional/ community hospital 5%
Other 1%

Respondent gender

Male 77%

Female 23%

56% Mean % of patients 50+
50% Mean % of patients 65+, among those 50+

37% Mean % of patients 75+, among those 50+
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About AARP

AARRP is the nation’s largest nonprofit, nonpartisan organization dedicated to empowering Americans 50 and older to
choose how they live as they age. With nearly 38 million members and offices in every state, the District of Columbia,
Puerto Rico, and the U.S. Virgin Islands, AARP works to strengthen communities and advocate for what matters most
to families with a focus on health security, financial stability and personal fulfillment. AARP also works for individuals in
the marketplace by sparking new solutions and allowing carefully chosen, high-quality products and services to carry
the AARP name. As a trusted source for news and information, AARP produces the nation's largest circulation
publications, AARP The Magazine and AARP Bulletin. To learn more, visit www.aarp.org or follow @AARP and
@AARPadvocates on social media.

About Ipsos

Ipsos Public Affairs has a strong tradition in working with sophisticated academic, government, and commercial
researchers to provide high quality research, samples, and analyses. The larger Ipsos offers the fundamental
knowledge for governmental agencies, academics, industries, industry, retailers, services companies and the media
need to provide exceptional quality in research to make effective decisions. It delivers a comprehensive range of
information and consultancy services. Ipsos is one of the leading survey research organizations worldwide, operating in
90 countries with over 16,000 employees. To learn more, visit www.ipsos.com.

Significant contributions to this document, including written content and data analysis, were provided by Emily Sprague
of Ipsos.
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