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METHODOLOGY 
The Alzheimer’s Association commissioned a 15-minute, online survey 
among a sample of n=1,502 U.S. adults ages 18+. Respondents were 
split into three groups with 250 currently giving care to someone with 
Alzheimer’s, 252 previously having given care to someone with 
Alzheimer’s, and 1,000 individuals who have never given care. The 
margin of error for this sample is +/-3.1% at the 95% confidence level. 
The survey was fielded between April 19 and April 25, 2017. 
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KEY FINDINGS 
 • It often takes a village to care for someone with 

Alzheimer’s, but far too many people are doing it 
alone. 

• People fear becoming a burden to their families, 
but they are not planning accordingly.  

• Strain between siblings and lack of appreciation 
top Alzheimer’s caregiving stressors.  
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While more people fear being diagnosed with Alzheimer's than 
dying, they fear burdening their loved ones the most.  
• People are 52% more likely to worry about being a burden to their loved ones than they are to be 

worried about death itself. 
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Base: Non-caregivers (n=1,000) 
A1. To what extent do you worry about each of the following when it comes to aging? 

FEARS OF AGING 
(% Selected - Non-caregivers) 

46% 

55% 

55% 

56% 

59% 

59% 

64% 

70% 

70% 

70% 

71% 

Dying

Having a heart attack

Having nobody to take care of me

Having to move into a nursing home

Being diagnosed with 
Alzheimer’s/dementia 

Losing the ability to recognize or
remember loved ones

Losing the ability to remember day-to-
day tasks

Not being able to care for myself

Being unable to support myself
financially

Being a burden to my child(ren)

Being a burden to my spouse/partner



Most people want their spouse to be their caregiver; while they 
trust their children, they would prefer a professional caregiver. 

• 27% fewer people would want their children to take on the role than they would trust them. 
• Professional caregivers are trusted as much as the respondent’s own mother – and 14% more desirable a caregiver than their children. 
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Base: Non-caregivers (n=1,000) 
A5. If you were diagnosed with Alzheimer’s or another form of dementia tomorrow, how much would you trust the following people with being your primary caregiver? 
A6. If you were diagnosed with Alzheimer’s or another form of dementia tomorrow, how much would you want the following person(s) to be your primary caregiver? 

WOULD TRUST VS. WOULD WANT 
TO BE YOUR PRIMARY CAREGIVER  

(% Selected - Non-caregivers) 

93% 
89% 

79% 78% 
71% 72% 71% 

65% 

28% 

85% 

65% 

74% 

50% 

40% 43% 
37% 36% 

12% 

My spouse/partner My child(ren) Professional caregiver My mother My father My sibling(s) A close friend Another family member My neighbor

Would trust Would want



90% 

81% 80% 

69% 66% 64% 63% 
58% 

Emotional stress Physical stress Managing my time Financial burden Lack of
knowledge/information

about the disease

Feeling isolated/alone Being hesitant or afraid to
ask for help

Lack of privacy

Stress, especially emotional, is the largest challenge of 
caregiving for Alzheimer’s. 
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CHALLENGES OF CAREGIVING 
(% T2B) 

Base: Caregivers (n=502) 
C5. How challenging are each of the following as a primary caregiver? 



People think caregiving should be a group effort, but don’t 
spread the responsibility accordingly. 

Base: Caregivers (n=502) 
C4. To what extent do you agree or disagree with the following statements about giving care to someone with Alzheimer's or another form of dementia. 
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PERCEPTIONS OF THEIR OWN CAREGIVING EXPERIENCE  
(% T2B) 

[VAL
UE] 

[VAL
UE] 

[VAL
UE] 

Different people should do 
different tasks so that no one 

person should do it all. 

It takes a village to care for 
someone with 

Alzheimer’s/dementia. 

I have spread the responsibility of 
caregiving among my family or 

close friends. 

• In fact, almost two out of every three caregivers say that feeling isolated or alone was a significant challenge in 
providing care for someone with Alzheimer’s or another form of dementia. 

• One in five caregivers wish they had created a network of caregivers that included other family members.  
• Half of all caregivers felt like they couldn’t talk to anyone in social settings or work about what they were going through. 



More than 4 in 5 caregivers would have liked more support 
especially from their family.  

• Almost three-fifths of caregivers specifically wanted more help from their spouse or partner. 

• The number one reason people didn’t give care for someone who had Alzheimer’s or another form of dementia was 
that they felt like another family member had already taken on the responsibility (74%) – followed by not living in 
the same area (62%). 
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Base: Caregivers (n=502) 
C17. Whom would you have liked to have been more involved during your time as a primary caregiver? 

58% 
55% 

53% 53% 

46% 

33% 
30% 30% 

25% 

My
spouse/partner

My sibling(s) My child(ren) Another family
member(s)

A close friend(s) My mother My father My neighbor(s) My co-
workers/boss

WANTED MORE SUPPORT FROM… 
(% T2B) 

[VALUE] 

WANTED MORE SUPPORT 
(% Selected at least one 

person) 



Dementia can simultaneously strengthen and strain relationships. 

Base: Caregivers (n=502) 
C8. Has being a primary caregiver strengthened or strained your relationship with the person who had or has Alzheimer’s or another form of dementia?  
C11. Has being a primary caregiver primarily strengthened or strained your relationships with others in your life, not including the person with Alzheimer’s or another form of dementia? 
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16% 23% 

26% 
25% 

17% 
17% 

40% 35% 

CAREGIVING EFFECT ON 
RELATIONSHIPS 

(% Selected) 

Person with 
Alzheimer’s/ 

dementia  

Others in 
their life 

Strengthened

Strained

Both

Neither



When explaining the feelings around caregiving in words, the 
complex nature becomes apparent.  

• Although around three-fourths of all caregivers feel supported, almost half feel isolated or alone. 
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Base: Caregivers (n=502) 
C23. How frequently did/do you feel guilty during your time as a primary caregiver to someone with Alzheimer's or another form of dementia? 
C3. How much do the following describe how you feel/felt as a primary caregiver?  

43
% 57

% 

Frequently

Not frequently

CAREGIVERS FEEL… 
(% T2B) 

91% 

81% 
77% 76% 73% 73% 72% 71% 

53% 
46% 

37% 37% 

HOW FREQUENTLY 
THEY FEEL GUILTY 

(% T2B / % B2B) 



CAREGIVING EFFECT ON 
RELATIONSHIP WITH PWD 

(% Selected) 

16% 

26% 

17% 

40% 

Two-thirds of caregivers who found strength in the experience 
felt like they had a new perspective on life. 

Base: Caregivers (n=502) 
C8. Has being a primary caregiver strengthened or strained your relationship with the person who had or has Alzheimer’s or another form of dementia?  
C9. In what ways has being the primary caregiver strengthened your relationship with the person who had or has Alzheimer's or another form of dementia? 
C10. In what ways has being the primary caregiver strained your relationship with the person who had or has Alzheimer's or another form of dementia? 
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43% 41% 

29% 

Felt my efforts were
underappreciated/

undervalued by family

Felt my efforts were
underappreciated/

undervalued by the PWD

Felt like he or she was
too much of a burden

TOP 3 REASONS BEHIND STRENGTH 
(% Selected) 

TOP 3 REASONS BEHIND STRAIN 
(% Selected) 

67% 

63% 

61% 

Gave me a better
perspective on life

Reminded me why
we love each other

Brought us closer
emotionallyStrengthened

Strained

Both

Neither



While families who supported each other found strength, the 
lack of support strained family relationships. 

• Relationships with their siblings were strained more than any other family members - this includes not having 
enough of their help/support. 
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Base: Caregivers (n=502) 
C11. Has being a primary caregiver primarily strengthened or strained your relationships with others in your life, not including the person with Alzheimer’s or another form of dementia?  
C14. What specifically caused the strength in your relationship with others, not including the person with Alzheimer’s or another form of dementia? 
C15. What specifically caused the strain in your relationship with others, not including the person with Alzheimer’s or another form of dementia? 

81% 

65% 
56% 

65% 66% 
53% 51% 47% 45% 

Being emotionally there for
each other

Making decisions together Sharing the caregiving role

TOP 3 REASONS BEHIND STRENGTH  
(% Selected) 

TOP 3 REASONS BEHIND STRAIN 
(% Selected) 

Spouse/partner

Siblings

Other family members

23% 

25% 

17% 

35% 

CAREGIVING EFFECT ON 
RELATIONSHIP WITH OTHERS 

(% Selected) 

Strengthened

Strained

Both

Neither
46% 

38% 37% 

53% 
61% 

50% 

41% 42% 44% 

Caregiving burden Not having enough help or
support from him or her

Didn't understand what I was
going through



Almost all relationships were more strengthened than strained, 
especially with their spouse/partner and mother. 
• The relationship between siblings was equally as likely to be strained as it was to be strengthened. 
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Base: Caregivers (n=502) 
C12. With whom was your relationship strengthened due to your role as a primary caregiver? 
C13. With whom was your relationship strained due to your role as a primary caregiver? 

STRENGTHENED/STRAINED RELATIONSHIPS WITH OTHERS  
(% Selected) 

39% 
36% 

32% 
29% 

27% 

22% 21% 20% 

15% 
13% 

24% 

37% 

31% 

12% 
15% 

18% 

10% 11% 
9% 10% 

My
spouse/partner

Other family
members

My sibling(s) My mother A close friend(s) My child(ren)
living at home

My child(ren) not
living at home

My father My neighbor(s) My
colleagues/boss

Strengthened Strained



Only 53% of people have made preparations 
for their future caregiving needs.  

• Only 20% have discussed care wishes with their spouses. 
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Base: Non-caregivers (n=1,000) 
A2. Which of the following have you done in preparation for any caregiving needs you may need in the future? 

31% 

24% 
20% 20% 

15% 

47% 

Developed a living will
for my family

Planned financially for
my family

Had a conversation
with my spouse about

how he/she
would/should support

my health

Had a conversation
with my child(ren)

about how he/she/they
would/should support

my health

Planned financially for
a paid caregiver

None of these

PREPARATION FOR FUTURE CAREGIVING NEEDS 
(% Selected) 



Despite a desire for professional care, concerningly fewer than 
a tenth of boomers have planned financially for help. 

Base: Non-caregivers (n=1,000) 
A2. Which of the following have you done in preparation for any caregiving needs you may need in the future? 
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25% 

19% 19% 19% 

9% 

52% 

Developed a living will for
my family

Planned financially for my
family

Had a conversation with
my spouse about how
he/she would/should

support my health

Had a conversation with
my child(ren) about how

he/she/they would/should
support my health

Planned financially for a
paid caregiver

None of these

PREPARATION FOR FUTURE CAREGIVING NEEDS 
(% Selected) 

Boomer
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