NATIONAL ALLIANCE FOR CAREGIVING

Survey of Caregivers of Veterans

Thank you for your interest in this survey!  This research will help us learn what family caregivers of Veterans need, and what resources could be offered to support them.  Results will be distributed to policy makers, people developing caregiver support programs, legislators, the Department of Veterans Affairs, and community groups.  It will help make a positive difference for Veterans and their caregivers.

This research is sponsored by the National Alliance for Caregiving, a nationally recognized caregiver organization that has conducted many caregiver studies which can be found at www.caregiving.org.  The research is funded by the United Health Foundation.  
This survey is about 20 minutes in length.  Your responses will be completely anonymous.  If you complete the survey, as a token of our appreciation, you will be entered into a drawing for one of ten $100 prizes.

Thank you for your time and your interest in this important research!  Please postmark your completed survey no later than September 7, 2010.  Send it to:

Caregivers of Veterans

Greenwald & Associates   Suite 620

4201 Connecticut Ave., NW

Washington, DC  20008

INSTRUCTIONS:  For each question, check the box(es) to indicate your response, or write in answers when requested.

1. In what year were you born?
_____  _____  _____  _____  
2. ---
3. Are you a family caregiver of someone who served in the military?  By this, we mean any unpaid relative or friend who helps care for the Veteran who needs assistance with everyday activities.  

The unpaid care may include help with tasks such as personal care, bathing, dressing, feeding, giving medicines or treatments, help with memory tasks for someone with brain injury or Post Traumatic Stress Disorder (PTSD), transportation to doctors’ appointments, or arranging for services, etc.  You do not need to live with the Veteran.


Yes
(1

No
(2  [THANK YOU, THIS CONCLUDES YOUR SURVEY]
4. Please think about the condition for which the Veteran needs your assistance.  
Was the condition, or any aspect of it, caused by or related to military service?

Yes
(1

No
(2  [THANK YOU, THIS CONCLUDES YOUR SURVEY]
By "condition" we mean any illness (whether physical or mental), injury, disability, disorder, or any other physical/mental/behavioral problem for which the Veteran needs care.
5. Is the Veteran...

Male
(1
Female
(2

6. How old is the Veteran you care for? 

18 to 24
(1

25 to 34
(2

35 to 44
(3

45 to 54
(4

55 to 64
(5

65 to 74
(6

75 to 84
(7

85 or older
(8
7. In which of the following wars did the Veteran serve?  (Mark all that apply)

World War II
(1

Korean War
(2

Vietnam War
(3

Iraq – Desert Storm
(4

Iraq – Operation Iraqi Freedom
(5

Afghanistan – Operation Enduring Freedom
(6

Some other war or period of time 
(7
      If Yes to "Some other war or period of time," please specify:
      ______________________________________________________________________
8. Does the Veteran you care for have...?  
(Please indicate a response of "yes" or "no" for each condition listed.)

	
	
	Yes
	No

	a.
	A traumatic brain injury (TBI)
	(1
	(2

	b.
	Post traumatic stress disorder (PTSD)
	(1
	(2

	c.
	Any amputated hands, arms, feet, or legs
	(1
	(2

	d.
	Cancer (any form, including leukemia, melanoma, etc.)
	(1
	(2

	e.
	Diabetes
	(1
	(2

	f.
	Multiple Sclerosis (MS)
	(1
	(2

	g.
	Parkinson’s disease
	(1
	(2

	h.
	Mental illness (e.g., depression, anxiety, etc.)
	(1
	(2

	i.
	Paralysis or spinal cord injury
	(1
	(2

	j.
	Blindness
	(1
	(2

	k.
	Other conditions:  
	(1
	(2

	
	If Yes to "other conditions," please specify all other injuries and illnesses resulting from military service: 
_________________________________________________________

_________________________________________________________

_________________________________________________________


9. a.  Think about the various health professionals who initially dealt with the Veteran.  Who were the FIRST to observe his/her service-related conditions once s/he was no longer in the military?  [Even if you noticed the conditions first, please indicate what type of health professional saw them next.]
All service-related conditions were first observed by VA health professionals 
(1
All service-related conditions were first observed by non-VA health professionals
(2
Some of each
(3
Don’t know
(4
9.
b.  Within the past 12 months, through what provider(s) has the Veteran received health care?

The VA
(1
A non-VA health provider
(2
Both 
(3
Neither, The Veteran has not had health care in the past 12 mos.
(4
Don't know
(5
10. What branch of service was the Veteran a part of?

U.S. Air Force
(1
U.S. Army
(2
U.S. Coast Guard
(3
U.S. Marine Corps
(4
U.S. Navy
(5
Military Reserves
(6
National Guard
(7
Don’t know
(8
11. What is the Veteran’s relationship to you?  Is s/he your...  
Friend/neighbor
(1
Grandparent or great grandparent
(2
Parent (father or mother) 
(3
Parent-in-law (father-in-law or mother-in-law)
(4
Sibling (brother or sister)
(5
Sibling-in-law (brother-in-law or sister-in-law)
(6
Son or daughter
(7
Son-in-law or daughter-in-law
(8
Spouse
(9
Partner or significant other
(10
Uncle or Aunt, or great uncle/aunt
(11
Other relative
(12
Other non-relative
(13
12. For how long have you been providing care for this Veteran? 

_________ years 

Less than 6 months
(95
6 months to less than 1 year
(96
13. When did you first take on a caregiving role? 
Within the first few months that the Veteran began needing care
(1
Some time later
(2
14. Do you and the Veteran currently live in the same household?

Yes
(1
No
(2
15. Is the Veteran currently staying in a medical center, nursing home, or some other care facility?  
Yes
(1
No
(2
16. With which of the following tasks do you help the Veteran?   
	
	
	Help with this
	Do not help with this

	a.
	Getting in and out of beds and chairs
	(1
	(2

	b.
	Getting dressed
	(1
	(2

	c.
	Getting to and from the toilet
	(1
	(2

	d.
	Bathing or showering
	(1
	(2

	e.
	Dealing with incontinence or diapers
	(1
	(2

	f.
	Feeding him or her
	(1
	(2

	g.
	Giving medicines, pills or injections
	(1
	(2

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

	i.
	Grocery shopping
	(1
	(2

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

	k.
	Preparing meals
	(1
	(2

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

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

	n.
	Coordinating medical care and rehabilitative services
	(1
	(2

	o.
	Advocating for him/her with care providers, government agencies, or schools
	(1
	(2

	p.
	Administering physical or medical therapies or treatments 
	(1
	(2

	q.
	Reminding or giving cues about what s/he should be doing or helping with memory tasks 
	(1
	(2

	r.
	Helping him/her cope with stressful situations or avoid "triggers" of anxiety or anti-social behavior  
	(1
	(2


17. In a typical week, about how many hours in total do you spend helping the Veteran in all of the ways you just indicated?  (Your best estimate is fine.)  
Less than one hour
(1
1 to 4 hours
(2
5 to 8 hours
(3
9 to 20 hours
(4
21 to 30 hours
(5
31 to 40 hours
(6
41 to 60 hours
(7
61 to 80 hours
(8
More than 80 hours
(9
18. Who provides most of the unpaid care for the Veteran?  

You
(1
Someone else
(2 

You and someone else about equally
(3
19. How much caregiving has been provided to the Veteran during the past 12 months by...?

	
	
	None
	A little
	A moderate amount
	A great deal
	Don't know

	a.
	Other unpaid family members and friends
	(1
	(2
	(3
	(4
	(5

	b.
	Paid caregivers who help with daily activities (e.g., home health aide/nurse, personal assistant, adult day care)
	(1
	(2
	(3
	(4
	(5


19c.
In the past 12 months, have you received any respite services from the VA or any other organization? 

Yes
(1
No
(2 

Don't know
(3 

20. How many professional case/care managers or social workers does the Veteran have, if any, coordinating his/her care and assistance?  (Do not count yourself)  
None
(0  [SKIP TO #23]
One
(1
Two
(2
Three or more
(3
Don’t know
(4  [SKIP TO #23]
21. Within what organization is the primary care/case manager or social worker employed?   By “primary” we mean the one case worker or social worker who has spent the most time helping with the Veteran's case.  
The VA  
(1
One of the military branches
(2
A private insurance company
(3
A community agency
(4
A medical care or long term care facility
(5
Other (Please specify)
(6
Don’t know
(7
22. How helpful has the primary care/case manager or social worker been in locating, arranging, and coordinating suitable care and resources...  
	
	
	Not at all helpful
	A little
helpful
	Somewhat helpful
	Very helpful
	Don't know

	a.
	For the Veteran
	(1
	(2
	(3
	(4
	(5

	b.
	For you, the caregiver
	(1
	(2
	(3
	(4
	(5


23. How confident in your caregiving skills did you feel at these points in time?  

	
	
	Not at all confident
	A little
confident
	Somewhat confident
	Very confident

	a.
	During your first six months as a caregiver
	(1
	(2
	(3
	(4

	b.
	Nowadays
	(1
	(2
	(3
	(4


24. Have you looked for the following resources that may be available to you or the Veteran from any community or governmental organizations?  

25. FOR EACH ITEM MARKED “YES”:  How easy or difficult were they to find...  
	
	
	Have you looked?
	How easy or difficult to find?

	
	
	Yes
	No
	Very difficult
	Somewhat difficult
	Somewhat easy
	Very easy

	a.
	Resources/services you need for the Veteran to coordinate his/her care
	(1
	(2
	(4
	(3
	(2
	(1

	b.
	Resources/services for your own health and well-being 
	(1
	(2
	(4
	(3
	(2
	(1

	c.
	Resources/services to give you caregiver-related training or education 
	(1
	(2
	(4
	(3
	(2
	(1


25d.
Have you obtained any formal training about how to care for someone with your veteran's needs?

Yes 
(1
No 
(2
26. Have you personally experienced the following challenges at any point since you became a caregiver?  If yes, to what degree?    
	
	
	Have you experienced this challenge?

	
	
	No, 
not yet
	Yes,
to a minor degree
	Yes, 
to a major degree

	a.
	Not knowing what to expect with the Veteran’s illness or condition
	(1
	(2
	(3

	b.
	Not knowing how to properly administer medical treatments, care, or medications 
	(1
	(2
	(3

	c.
	Not knowing how to address certain behaviors or problems related to his/her PTSD or mental illness 
	(1
	(2
	(3

	d.
	Not being aware of services the VA has that can help you or your Veteran 
	(1
	(2
	(3

	e.
	Not knowing where to obtain specialized care for Veterans such as rehabilitation, occupational therapy, speech therapy, etc.
	(1
	(2
	(3

	f.
	Not knowing how to arrange or pay for home modifications (e.g., ramps, grab bars, widened doors) 
	(1
	(2
	(3

	g.
	Not knowing where to turn in order to arrange a break from caregiving from time to time
	(1
	(2
	(3

	h.
	Not knowing where to turn to obtain financial assistance 
	(1
	(2
	(3

	i.
	Not knowing best how to plan the Veteran’s transition into or out of different care facilities or locations 
	(1
	(2
	(3

	j.
	Difficulty getting through bureaucracy in order to obtain services for the Veteran 
	(1
	(2
	(3

	k.
	Being excluded from being a key player in decisions about the Veteran's care 
	(1
	(2
	(3


27. Did anyone within the VA system or the D.O.D. military system proactively give you information (or links to information) to help you understand the Veteran's condition, treatment, or services?  

Yes 
(1
No 
(2
28. If you ever felt you needed to take a break from your caregiving, how easy or difficult would it be for you to get someone else to take on your caregiving responsibilities?  

Very difficult
(4
Somewhat difficult
(3
Somewhat easy
(2
Very easy
(1
Not applicable, Veteran can be alone without a replacement
(5 

29. Did you turn to any of the following avenues to look for caregiver resources and information?  
30. FOR EACH ITEM MARKED “YES”:  How helpful was this source?  
	
	
	Did you turn to...?
	How helpful was it?

	
	
	Yes
	No
	Not at all helpful
	Not too helpful
	Somewhat helpful
	Very helpful

	a.
	Word-of-mouth or asking around
	(1
	(2
	(1
	(2
	(3
	(4

	b.
	Support groups (in person)
	(1
	(2
	(1
	(2
	(3
	(4

	c.
	Blogs, online forums, or online groups
	(1
	(2
	(1
	(2
	(3
	(4

	d.
	The VA Benefits Administration
	(1
	(2
	(1
	(2
	(3
	(4

	e.
	The VA Health Administration
	(1
	(2
	(1
	(2
	(3
	(4

	f.
	Disease-specific organizations (e.g., M.S. Society, Brain Injury Foundation, American Diabetes Association, American Cancer Society, etc.)
	(1
	(2
	(1
	(2
	(3
	(4

	g.
	A non-VA health provider (e.g., a private doctor, clinic, hospital, or insurance company)
	(1
	(2
	(1
	(2
	(3
	(4

	h.
	Military OneSource
	(1
	(2
	(1
	(2
	(3
	(4

	i.
	Local government or community organizations (e.g., aging organizations, county programs, churches, Rotary Club, etc.)
	(1
	(2
	(1
	(2
	(3
	(4

	j.
	National Resource Directory website
	(1
	(2
	(1
	(2
	(3
	(4

	k.
	The D.O.D. military system
	(1
	(2
	(1
	(2
	(3
	(4


31. How emotionally stressful would you say that caring for the Veteran is for you?
	Not at all 
stressful
	
	Extremely 
stressful

	   (1
	(2
	(3
	(4
	(5


32. How much of a physical strain would you say that caring for the Veteran is for you?

	Not a strain
 at all
	
	Very much 
of a strain

	   (1
	(2
	(3
	(4
	(5


33. How much of a financial hardship would you say that caring for the Veteran is for you? 
	No hardship
 at all
	
	Great deal
 of hardship

	   (1
	(2
	(3
	(4
	(5


34. As a result of becoming a caregiver, which of the following health problems, if any, have you experienced? (Please select all that apply.)
Increased blood pressure
(1
Weight gain or loss
(2
Increased stress or anxiety
(3
Sleep deprivation
(4
Misuse of alcohol or drugs
(5
Depression
(6
Generally getting sick more often
(7
Poor eating habits
(8
Delaying or skipping your own doctor/dentist appointments
(9
Less time exercising
(10
Strains, aches, pains
(11
Other health problems (Please specify: __________)
(12
None of the above
(13
35. What is your marital status? 

Married
(1
Not married, but living with a partner
(2
Divorced
(3
Separated
(4
Widowed
(5
Single, never married
(6
36. Do you have any children under the age of 18 living in your home?  

Yes 
(1
No 
(2
36a. Are you also an unpaid caregiver for anyone else with special health needs other than the Veteran?

Yes 
(1
No 
(2
37. As a result of the Veteran's condition or your caregiving, has the following occurred?  
	
	
	Yes
	No

	a.
	You had to move to a new city
	(1
	(2

	b.
	IF CHILDREN IN HOME] You have spent less time with your 
children than you would like to
	(1
	(2

	c.
	[IF CHILDREN IN HOME] Your children or grandchildren experienced emotional problems or school problems
	(1
	(2

	d.
	You spent less time with friends and family
	(1
	(2

	e.
	[IF CAREGIVER IS 40+]  Your own retirement plans have been put into question
	(1
	(2

	f.
	[IF CAREGIVER IS MARRIED, SEPARATED, DIVORCED] Strain was placed on your marriage
	(1
	(2

	g.
	You had to give up or postpone plans that you had to further your own education
	(1
	(2


38. Please indicate how much you agree or disagree with each statement.   
	
	
	Disagree Strongly
	Disagree Somewhat
	Agree Somewhat
	Agree Strongly

	a.
	You feel isolated
	(1
	(2
	(3
	(4

	b.
	You do not have enough time for yourself
	(1
	(2
	(3
	(4

	c.
	You feel you don’t have a life of your own anymore
	(1
	(2
	(3
	(4

	d.
	You hesitate to take your Veteran anywhere because you are afraid of what might happen
	(1
	(2
	(3
	(4

	e.
	You feel no one else really understands what you're going through
	(1
	(2
	(3
	(4

	f.
	You feel you are the only person who can provide adequate care to the Veteran
	(1
	(2
	(3
	(4

	g.
	You are proud of the support and assistance you provide
	(1
	(2
	(3
	(4

	h.
	Gaining new knowledge and skills from caregiving feels rewarding
	(1
	(2
	(3
	(4

	i.
	The experience of caregiving has been fulfilling for you
	(1
	(2
	(3
	(4


39. Do you feel you had a choice in taking on the responsibility of caring for the Veteran? 
Yes 
(1
No 
(2
Don't know 
(3
40. Have you been employed at any time since you began helping the Veteran you care for? 

Yes 
(1
No 
(2  [SKIP TO #42]
40a.
What is your current employment status?

Employed full time
(1
Employed part time
(2 
Not currently employed
(3 
41. As a result of caregiving for the Veteran, did you ever... 

	
	
	Yes
	No

	a.
	Take unpaid time off from work or stop working temporarily 
	(1
	(2

	b.
	Cut back the number of hours in your regular weekly job schedule 
	(1
	(2

	c.
	Move to a job that pays less or provides fewer benefits, but that fits better with your caregiving schedule or responsibilities
	(1
	(2

	d.
	Quit working entirely
	(1
	(2

	e.
	Take retirement earlier than you would have otherwise
	(1
	(2


42. How helpful would the following services have been to you, if at all, in addressing the needs, challenges, and difficulties you have already faced as a caregiver?  Do not consider what might happen in the future.  Assume these would be provided at no cost to you.  
Note:  If you have used this type of service, indicate how helpful it actually was.
	
	
	Not helpful
	Somewhat 
helpful
	Very helpful
	Do not need
	Don't Know

	a.
	A transportation service for the Veteran’s medical appointments
	(1
	(2
	(3
	(4
	(5

	b.
	A telephone help line for caregivers of Veterans
	(1
	(2
	(3
	(4
	(5

	c.
	Help for you and your family to plan transitions [e.g., out of a facility, from one city to another]
	(1
	(2
	(3
	(4
	(5

	d.
	Legal assistance to prepare a medical power of attorney or advanced directives
	(1
	(2
	(3
	(4
	(5

	e.
	A list of organizations that provide financial assistance for Veterans or their caregivers
	(1
	(2
	(3
	(4
	(5

	f.
	Periodically having someone qualified to come in and give you a break 
	(1
	(2
	(3
	(4
	(5

	g.
	Counseling or therapy for you or your family
	(1
	(2
	(3
	(4
	(5

	h.
	A support group or online discussion group for caregivers of Veterans with conditions similar to the Veteran you care for
	(1
	(2
	(3
	(4
	(5

	i.
	Having a health professional explain the type of condition your Veteran has to other family members and friends, so they can understand the situation better 
	(1
	(2
	(3
	(4
	(5

	j.
	Having a single caseworker as a source of information for all of the Veteran's needs 
	(1
	(2
	(3
	(4
	(5

	k.
	Having access to a small group of local volunteers organized to assist you with tasks of your choosing
	(1
	(2
	(3
	(4
	(5

	l.
	Caregiver training on how to do caregiving tasks safely and effectively, and how to take care of yourself
	(1
	(2
	(3
	(4
	(5

	m.
	An advocacy service that helps you get what you need if you encounter resistance or "red tape" 
	(1
	(2
	(3
	(4
	(5

	n.
	A mentor who has been a caregiver of a Veteran
	(1
	(2
	(3
	(4
	(5

	o.
	Assistance finding accessible housing
	(1
	(2
	(3
	(4
	(5

	p.
	A list of varied types of information or services you may need, along with phone numbers and web sites of the VA departments and community organizations that provide them 
	(1
	(2
	(3
	(4
	(5


Demographics  - For statistical purposes only

D1.
What is your gender?

Male
(1
Female
(2
D2.
In what state do you currently live? ___________________________________
D3.
Which of the following best describes the area where you live? 

Urban area 
(1
Suburban area surrounding an urban area
(2
Small town
(3
Rural area 
(4
Don't know 
(5
D4.
What was the highest grade of school or level of college that you completed? 

Some high school or less
(1
High school graduate
(2
Some college/trade or business school
(3
Bachelors degree
(4
Post graduate work
(5
Graduate degree
(6
D5.
Are you…  (Check all that apply)
White
(1  

African American
(2
Hispanic
(3
Asian
(4
Native American
(5
Other
(6

(Specify)___________________________________________________

D6.
What was your total household income from all sources, before taxes, in the last 12 months?  (Please estimate)

No income
(1  

Less than $15,000
(2
$15,000 to $29,999
(3
$30,000 to $49,999
(4
$50,000 to $74,999
(5
$75,000 to $99,999
(6
$100,000 or more
(7
Decline to answer
(8
Thank you so very much for the time and thought you put into this survey!  The information will be used to help caregivers of Veterans.

Before you go, we have one last opportunity to help further by taking part in an in-depth interview.

We will be conducting follow-up telephone interviews with some survey respondents.  The interviews will last 45 to 60 minutes, and we will pay $50 as a thank you for your time.  Are you willing to take part in such an interview?  This is completely optional.

Yes 
(1
No 
(2 
[IF YES]   Please provide your name and the phone number where you would like us to call you.  We will not share your phone number with anyone.
Name __________________________________________________
Phone number (__ __ __) __ __ __ - __ __ __ __


If you wish to be entered into the drawing for prizes of $100.00 for completing this survey, please provide your name and mailing address.
Name____________________________________________________________
Address __________________________________________________________
City/StateZip _______________________________________________________
 
Thanks again!  We expect results of the research to be made available 
late in the year at www.caregiving.org.

Please postmark your completed survey no later than September 7, 2010.  
Send it to:

Caregivers of Veterans

Greenwald & Associates   Suite 620

4201 Connecticut Ave., NW

Washington, DC  20008
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