
Caregiving of People with Alzheimer's or Dementia
Survey on Diagnosis and Positives 
(Among online panelists who have been pre-identified as providing care 
for someone with Alzheimer’s)
9-16-10 FINAL
 AUTONUM  \* Arabic 
How old are you?  

Younger than 18 [TERMINATE]
1

18 to 34
2 
35 to 49
3

50 to 64
4       [Recruit 45%]
65 to 74
5   

75 or older
6

 AUTONUM  \* Arabic 
Are you… (Check all that apply) 
White
1   [Recruit 80%
African American
2 

Hispanic
3

Asian
4

Other
5

 AUTONUM  \* Arabic 
Are you… 

Male
1  [Recruit 33%]
Female
2  [Recruit 66%]
The targets listed above will help ensure that the demographic characteristics of respondents to this study will match those established by the Alzheimer’s Caregiving study.  

 AUTONUM  \* Arabic 
Are you currently employed? 

Yes, full time
1

Yes, part time
2

No, not employed
3

 AUTONUM  \* Arabic 
In the last 12 months, have you provided unpaid care to a relative or friend 18 years or older to help them take care of themselves? 

Unpaid care may include help with personal needs or household chores.  It might be managing a person's finances, arranging for outside services, or visiting regularly to see how they are doing.  This person need not live with you.

Yes
1

No [TERMINATE]
2

Don't know [TERMINATE]
3

5a.
Does the person you provide unpaid care for have…(Check all that apply) [RANDOMIZE; SHOW 7 LAST.]
Alzheimer’s/dementia/age-related mental confusion or forgetfulness
1

Lung disease/asthma/Chronic Obstructive Pulmonary Disease (COPD)
2

Multiple sclerosis
3

Stroke-related disabilities
4

Blindness or age-related macular degeneration
5

Parkinson’s disease
6

Some other health condition or disorder
7
[TERMINATE IF OPTION 1 ABOVE IS NOT SELECTED.  ALSO TERMINATE IF MORE THAN 3 OF CONDITIONS 1 THRU 6 ARE CHECKED.] 
DISPLAY FOLLOWING STATEMENT ON A SEPARATE SCREEN:

For the remaining questions on this survey, please only think about the person for whom you provide unpaid care who has Alzheimer’s, dementia, or age-related mental confusion or forgetfulness.  
If you provide unpaid care to more than one person with that condition, please think about the person you provide the most care to.  

Click Next to continue.
 AUTONUM  \* Arabic 
How old is the person to whom you provide care for Alzheimer’s or dementia? 
Under 40 years old [TERMINATE]
1

40 to 49 years old
2

50 to 64 years old
3

65 to 74 years old
4

75 to 84 years old
5

85 or older
6
Don’t know [TERMINATE]
7
 AUTONUM  \* Arabic 
Is the person to whom you provide care for Alzheimer’s or dementia your...  
Parent (or parent in law)
1

Grandparent (or grandparent in law)
2

Spouse
3

Other relative
4

Friend or neighbor
5


Use these as inserts for programming:


Parent (in-law)


Grandparent (in-law)


Spouse


Relative


Friend

 AUTONUM  \* Arabic 
About how many hours do you spend in an average week providing care to your _______? 

8 hours or less
1

9 to 20 hours
2

21 to 40 hours
3

More than 40 hours
4

Don’t know
5

 AUTONUM  \* Arabic 
Who provides most of the unpaid care for your ________?  

You
1

Someone else
2 

You and someone else about equally
3

 AUTONUM  \* Arabic 
For how long have you been a caregiver to your ____?  

Less than 1 year
1

1 year to less than 2 years
2

2 years to less than 3 years
3

3 years to less than 5 years
4

5 years to less than 10 years
5

10 years or more
6

Don’t know
7

 AUTONUM  \* Arabic 
Who does your _______ live with?
With you
1

With someone else
2

No one, lives alone
3
 AUTONUM  \* Arabic 
Does your ____ live in a nursing home, assisted living, or any other care facility? 

Yes
1

No
2

 AUTONUM  \* Arabic 
Are there any children or grandchildren currently living in your household under 18 years of age?  
Yes
1

No
2

 AUTONUM  \* Arabic 
Which of the following kinds of help, if any, have you provided to your _____ within the last 12 months? [RANDOMIZE.]
	
	Yes
	No

	a.
Bathing
	1
	2

	b.
Getting dressed 
	1
	2

	c.
Feeding 
	1
	2

	d.
Getting in and out of beds or chairs
	1
	2

	e.
Help with toileting
	1
	2

	f.
Dealing with incontinence or diapers
	1
	2


 AUTONUM  \* Arabic 
Which of the following kinds of help, if any, have you provided to your _____ within the last 12 months? [RANDOMIZE.]
	
	Yes
	No

	a.
Giving medicines, pills or injections
	1
	2

	b.
Managing finances (such as bills or insurance paperwork)
	1
	2

	c.
Grocery shopping
	1
	2

	d.
Housework (such as dishes, laundry, or straightening up)
	1
	2

	e.
Preparing meals
	1
	2

	f.
Transportation (driving, helping arrange for transportation, or accompanying on public transit)
	1
	2

	g.
Arranging or supervising paid services (such as nurses, aides, Meals on Wheels, or other services)
	1
	2


 AUTONUM  \* Arabic 
Has your _______ ever taken prescription medication for Alzheimer’s or dementia? 

Yes, s/he takes it now
1

Yes, in the past but not now 
2

No 
3
Don't know 
4
 AUTONUM  \* Arabic 
Do you feel you had a choice in taking on this responsibility for caring for your _______? 

Yes 
1

No 
2

Don't know 
3

 AUTONUM  \* Arabic 
How did you come to think that your ____ probably had Alzheimer's or dementia?
One particular event/situation made you realize it
1
Multiple events over time made you realize it
2
Someone else suggested the idea
3
Don't know
4

Not applicable - You were not involved when the condition was first seen
[SKIP TO Q21.]
5
 AUTONUM  \* Arabic 
[IF PRIOR QUESTION=1 or 2]  What type of [IF 1:  event/situation / IF 2+:  events/situations] made you think that your ____ probably had Alzheimer's or dementia?  [IF PRIOR Q=2, ADD INSTRUCTION:  "YOU MAY SELECT UP TO THREE RESPONSES."  IF PRIORQ=1, ALLOW ONLY ONE RESPONSE.] [RANDOMIZE; SHOW 11-13 LAST AND IN ORDER.]
Forgetting who people are
1

Forgetting what s/he is doing during an activity
2

Wandering, getting lost, forgetting where s/he is
3

Problems with remembering conversation or words
4

Doing something dangerous

(like leaving the stove on, having several car accidents, 
taking medication incorrectly, etc.)
5

Change in mood or personality

(like feeling suspicious, depressed, fearful, easily upset, etc.)
6
Misplacing or losing things 
7

Poor judgment in spending or giving away money
8

Difficulty completing familiar tasks
9

A doctor's examination/questioning
10

Repetitious behavior
11

Something else: ________________________________
12
Don't know
13
 AUTONUM  \* Arabic 
Looking back, for how long was your ____ showing symptoms of Alzheimer's/dementia before you were fairly certain that's what it was?   
Less than 6 months
1

6 months to less than 1 year
2
1 year to less than 2 years
3

2 years to less than 3 years
4

3 years or more
5

Don’t know
6

 AUTONUM  \* Arabic 
Which of the following, if any, have you or others done as a result of your ______’s condition? [RANDOMIZE]



Don’t 


Yes
No
Know
a.
Hired someone to provide help on a regular basis
1
2

3

b.
Changed living situation—where living or with whom
1
2

3

c.
Installed safety devices 
(e.g., to keep him/her from wandering or accessing dangerous things)
1
2

3

d.
Restricted or stopped him/her from driving 
1
2

3

e.
Found ways to simplify or assist with everyday activities
(e.g., labeling drawers, laying out his/her clothes)
1
2

3

f.
Had a family meeting to discuss how to handle the condition
1
2

3

g.
Become more active in managing their finances
1
2

3

h.
Obtained power of attorney
1
2

3

i.
Tried to find out as much as you could about the condition
1
2

3

j. Talked to him/her about how his/her life might change
1
2

3

k.
Limited their independence other than driving 
(e.g., keeping them from cooking)
1
2

3

l.
Made an effort to spend more time with him/her
1
2

3

m.
Arranged for him/her to see a doctor
1
2

3

 AUTONUM  \* Arabic 
When you thought your __________ may have Alzheimer's or dementia, where did you first turn in order to get more information about the condition?  (Select all that apply)  [RANDOMIZE; SHOW 8, 9, 10 LAST AND IN ORDER.]  
A doctor
1

A medical professional other than a doctor
2
A mental health professional other than a doctor
3

Agency on aging
4
Alzheimer's organization
5 

Internet
6
Friends or family members
7
Other (specify)
8
None of the above – did not seek information
9
Not involved / Other family or friends handled this
10
 AUTONUM  \* Arabic 
Has your ____ ever been to a doctor to confirm a diagnosis of Alzheimer’s or dementia?

Yes
1
No
2
Don’t know
3

 AUTONUM  \* Arabic 
[IF PRIOR Q=1] What kind of health professional first diagnosed your _____ with Alzheimer’s or dementia?  (Select one) 

A primary care doctor or internist
1

A neurologist
2

A psychiatrist or psychologist
3

A geriatrician
4

A nurse practitioner
5

Some other specialist
6
Don’t know
7
 AUTONUM  \* Arabic 
In your opinion, what stage of Alzheimer's or dementia is your _______ in?  Rate this on the following scale:
	1
	2
	3

	Mild 

Some memory loss and 
personality changes, 
beginning to lose judgment or the ability to manage finances
	Moderate

Obvious trouble with memory, recognizing people, knowing where they are, and doing normal activities like cooking or driving; 
more serious personality changes

	Severe

Needs help with all daily needs; may not recognize family; 
may have trouble walking, talking or swallowing


 AUTONUM  \* Arabic 
If you had to make a judgment, do you think your ____ is suffering physically, emotionally, or spiritually as a result of Alzheimer's or dementia?
Yes
1
No
2
26a.
Would you want your _____ to have an accurate test to determine definitively whether or not s/he has Alzheimer's disease? Currently there is no cure for Alzheimer's disease?
Yes
1

No
2
Don’t know
3

Not applicable-- we already know whether or not it's Alzheimer's
4

 AUTONUM  \* Arabic 
Please indicate overall how positive or negative your experience as a caregiver is.  (Think only about your experience, and not the experience of the person for whom you are caring.)
	Completely
Negative
	
	Equally Negative and Positive
	
	Completely 
Positive

	1
	2
	3
	4
	5


 AUTONUM  \* Arabic 
Please indicate how much you agree or disagree with each statement below.  [RANDOMIZE ON TWO PAGES]
	
	Disagree
Completely
	
	Agree
Completely

	a.
As a result of caregiving...
I now live more "in the moment"
	1
	2
	3
	4
	5

	b.
As a result of caregiving...
I have become more spiritual
	1
	2
	3
	4
	5

	c.
As a result of caregiving...
I have a closer personal relationship with my ___ than I used to have
	1
	2
	3
	4
	5

	d.
As a result of caregiving...
I am more productive in my life than I ever thought I could be
	1
	2
	3
	4
	5

	e.
[IF KIDS AT HOME]
As a result of caregiving...
I am teaching my children how to contribute more in the household
	1
	2
	3
	4
	5

	f.
As a result of caregiving...
I'm now spending more time than before doing something that matters to me
	1
	2
	3
	4
	5

	g.
As a result of caregiving...I enjoy being at my job more than before
	1
	2
	3
	4
	5

	h.
I see caregiving as an opportunity for me to "give back" to my _____ since s/he has contributed so much to my life
	1
	2
	3
	4
	5

	i.
As a result of caregiving...
I neglect or put off my own medical care 
	1
	2
	3
	4
	5

	j.
As a result of caregiving...
I feel like I am on duty 24 hours/day 7 days a week 
	1
	2
	3
	4
	5

	k.
As a result of caregiving...
My relationship with one or more family members is suffering
	1
	2
	3
	4
	5

	l.
[IF KIDS AT HOME] 
As a result of caregiving...
I am not a good a parent as I used to be
	1
	2
	3
	4
	5

	m.
As a result of caregiving...
I feel guilty that I am not doing more to help my ___.
	1
	2
	3
	4
	5

	n.
As a result of caregiving...
I get angry at myself for being frustrated with ____
	1
	2
	3
	4
	5

	o.
As a result of caregiving...
I am not able to take time to do what I like to do
	1
	2
	3
	4
	5


[RANDOMIZE ORDER OF ITEMS, BREAKING INTO GROUPS OF 3 TO A PAGE.  ALSO RANDOMLY REVERSE THE ORDER OF THE SCALES.]
 AUTONUM  \* Arabic 
How has the experience of providing care to someone with Alzheimer's or dementia changed you on each of the following dimensions?
Has caregiving made you...    [DO NOT SHOW RATING NUMBERS]
	a.
	Much
More
Pessimistic
[1]
	Somewhat
More 
Pessimistic
○
	Unchanged 


○
	Somewhat
More
Optimistic
○
	Much 
More
Optimistic
[5]


	b.
	Much
More
Impatient
[1]
	Somewhat
More 
Impatient
○
	Unchanged 


○
	Somewhat
More
Patient
○
	Much 
More
Patient
[5]


	c.
	Much
More
Detached from People
[1]
	Somewhat
More 
 Detached from People
○
	Unchanged 




○
	Somewhat
More
 Engaged with People
○
	Much 
More
Engaged with People
[5]



How has the experience of providing care to someone with Alzheimer's or dementia changed you on each of the following dimensions?  

Has caregiving made you...
	d.
	Much
More
Doubtful of
Yourself
[1]
	Somewhat
More 
Doubtful of Yourself
○
	Unchanged 




○
	Somewhat
More
Self- 
Confident
○
	Much 
More
Self- 
Confident
[5]


	e.
	Much
More
Stressed
[1]
	Somewhat
More 
Stressed
○
	Unchanged 


○
	Somewhat
More
Relaxed
○
	Much 
More
Relaxed
[5]


	f.
	Much
More
Passive
[1]
	Somewhat
More 
Passive
○
	Unchanged 


○
	Somewhat
More
Assertive
○
	Much 
More
Assertive
[5]



How has the experience of providing care to someone with Alzheimer's or dementia changed you on each of the following dimensions?  

Has caregiving made you feel...

	g.
	Much
More
Critical
[1]
	Somewhat
More 
Critical

	Unchanged 



	Somewhat
More
Accepting

	Much 
More
Accepting
[5]


	h.
	Much
Less
Fulfilled
[1]
	Somewhat
Less
Fulfilled
○
	Unchanged 


○
	Somewhat
More
Fulfilled
○
	Much 
More
Fulfilled
[5]


	i.
	Much
Less
Grateful
[1]
	Somewhat
Less
Grateful
○
	Unchanged 


○
	Somewhat
More
Grateful
○
	Much 
More
Grateful
[5]


 AUTONUM  \* Arabic 
How emotionally stressful would you say that caring for your ______ is for you?  [SHOW RATING NUMBERS] 
	Not at all stressful 
[1]
	

[2]
	

[3]
	

[4]
	Very 
Stressful
[5]


 AUTONUM  \* Arabic 
To what degree, if at all, have you been depressed as a result of caring for your _____?  [SHOW RATING NUMBERS]
	Not 
at all 
[1]
	

[2]
	

[3]
	

[4]
	A great 
deal 
[5]


Respondent demographics

 AUTONUM  \* Arabic 
How would you describe your own health?  

Excellent 
5

Very good 
4

Good 
3

Fair 
2

Poor 
1

 AUTONUM  \* Arabic 
What is the last grade of school you completed? 

Less than high school
1

High school grad/GED
2

Some college
3

Technical school
4

College grad 
5

Graduate school/Grad work 
6

 AUTONUM  \* Arabic 
Did you experience any issues or problems when completing this survey?  (If yes, please explain.) ________________________________ 
Thank you so much for your time!  We hope our learning about the experiences of caregivers like you will ultimately help other caregivers.   









[Recruit 15%]








[Recruit 40%]
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