CAREGIVER SUPPORT AND SATISFACTION SURVEY

Version: April 30, 2002

Hello [CAREGIVER'S NAME. My nameis [INTERVIEWER'S NAME] of the [AGENCY'SNAME]. We
are conducting a survey to find out how we can help meet the needs of caregivers and seniors
being served by [AGENCY'S NAME. We got your name from [AGENCY'S NAME]. Your nameis
listed as someone who currently provides care for [CLIENT'SNAME. Are you the primary
caregiver for [CLIENT'S NAME]?

(IF NO) Who isthe primary caregiver for [CLIENT'SNAME ?

(Get information, thank the respondent and terminate the interview.)
Caregiver name:
Can | please have [CAREGIVER'S NAME]'s telephone number? |_| | |- | | |- | | | |

(IF YES) | would like to ask you some questions about your caregiving activities.

This survey typically takes 20 to 25 minutes. Y ou may be more comfortable answering these
guestions if you are NOT currently in the presence of the person you are caring for. Is this a good
time for you?

(IF NO) What is another time that is better for you?
(Get time and phone number where they can be reached. Terminate interview.)
Day: Time ___ : avpvDae [ [

Telephonenumber? | | | |- | [ -1 | ||

(IF YES) Now, let's begin the caregiver survey.

RECORD TIME INTERVIEW STARTED: AM PM

1) What is your relationship to [CLIENT'SNAME? Areyou hisor her ...

O Husband ........cccooovveviiviiee e, 1 I R =10 1 1< 7
O WIfe e 2 [ S 1S (= SR 8
(IS o [ 3 O Other rdative .....cocveeeeveeeiiieccie, 9
L Daughter .....ccooveeeeeeesesesienene 4 (SPECIFY: )
O Father ..o 5 O  Friend or neighbor...........c.cceoeneee. 10
[ 1Y/ o)1 1 6 0 Other e 11
(SPECIFY: )

2A) Do you live in the same house with [CLIENT'S NAME]? 0 Yes [ No

2B)  (IF NO) How far away do you live?

O Lessthan 20 MiNUEES @WaY..........cceereereereeseeseesieeeeseesaeeeens 1
O Between 20 and 60 MiNULES @WaY.........c.cceeveeeeeireeiieseesieenns 2
O Between 1 and 2 NOUrS @way........c.covreeerereeneenienieseesieseenes 3
(] More than two NOUIS @way..........ccoeeererererieeienese e 4
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CAREGIVER SUPPORT AND SATISFACTION SURVEY
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First, 1 will ask you some questions about the services that you or [CLIENT'S NAME] are receiving from [AGENCY'SNAME| and/or other
agencies. We are interested in your experiences with the services during the last 6 months.

I nterviewer: Complete each row for each service type, before moving onto next row. Place a CHECKMARK in the appropriate box.
First ask if either the caregiver or the client received the indicated service. (Y = Yes, N= No, DK = Don’t know)
If they answer YES, then ask Part B, " Who receivesthis service?" (CG = Caregiver)
Follow with Part C, arating of each service.
Then ask Part D, " Do you need more of this service than you are now receiving?"
Do thisfor each service type.

A.Doyou or [CLIENT'S NAME] receive the following B. Who receives | C. How would you rate the quality of | D. Do you need more
service? this service? this service? of this service?
Exce-| Very
Y | N | DK |Client| CG | Both | llent | Good | Good | Fair | Poor [ DK Y N DK

3) In-home Respite Care services

4) Adult day Respite Care services

5) Respite Care (Short-term stay in long term care facilities)

6) Adult Daycare (Center-provided daycare)

7) Case Management

8) Homemaker Service

9) Home Headlth Aide

10) Home Delivered Meals

11) Grocery Service

12) Chore Service

13) Transportation Service (includes Assisted Transportation)

14) Information about services

15) Assistance with access to services

16) Individual Caregiver Counseling

17) Caregiver Training or Education

18) Caregiver Support Groups

19) Other services (not listed above)
(SPECIFY:)
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20) In addition to the kinds or amounts of services that you and/or [ CLIENT'SNAME| are now
receiving, what additional or new kinds of help would be valuable to you as a caregiver?
(Read list and check all that apply.) How abouit...

O A. Hep with housekeeping

0 B. Help with shopping

I C. Help with transportation, getting places

O D. Hep with making meals

0 E. Hep with bathing, dressing, grooming, toileting, feeding, other personal care
0 F. Help with medicines (administering, side effects, etc.)

O G Hep with getting other family members involved in caring for [CLIENT'S NAME
0 H. Financial support, tax break, stipend, government subsidy

] I. Respite care or adult daycare for [CLIENT'S NAME

O J  Money management assistance or financia advice

O K. Other (SPECIFY: )

L L. None

21) In addition to the kinds or amounts of information that you already have, what additional or
new kinds of infor mation would be valuable to you as a caregiver? (Read list and check all
that apply.) How about...

L A. A hepline (or centra placeto call to find out what kind of help is available/where to
get it)

Someone to talk to/counseling services/support group

Information about [ CLIENTS NAME]’s condition or disability

Information about changes in laws that might affect your situation

Help in understanding how to select a nursing home/group home/other care facility
Help in understanding how to pay for nursing homes, adult day care, or other services
Help in dealing with agencies (bureaucracies) to get services

Other (SPECIFY: )

None

ogoooooon
T IEOMMmMOO®

Now, I'd like to ask you some overall questions about these services that you or [CLIENT'S NAME]
are receiving from [AGENCY'S NAME| and/or other agencies.

22) Overal, how satisfied are you with the services that you and/or [ CLIENT'S NAME] receives?
Would you say...

RN T (T ¢ O 1
IS e T e (LT e 2
[1 SoMEWhat AiSSAHSHEU....ovoooooeeeeeeeeeeeeeeeeeeeeeeeeeeeeee e 3
01 Very diSSASHEU. ooooooooooeeeeeeeeeeeeeeeeeeeeeeeeeeeee oo eeeeeee e 4

23) To what extent do the services that you and/or [CLIENT'S NAME] receive help you to be a better
caregiver? Would you say ...

LI They help alot......cooeeeeeeeeeeee e 1
LI They hep alittle.....ccoooeeeee e 2
O They dont REIP......cooeeeee e 3
LI They make thiNngS WOISE........coveeeieereeee e see e 4
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24) Have the services enabled you to provide care for [CLIENT’S NAME for alonger time than
would have been possible without these services? Would you say ...

LI YeS, defiNitely ..o 1
I =N I 1 1 1 = o 2
LI NO, 1 don' t thinK SO .....cceeevieiieceece e 3
LI NoO, definitely NOL........cceeieeieece e 4

25) How have the services that you and/or [CLIENT'S NAMHE received affected you and your
caregiving tasks? (Write response verbatim.)

| Next, we are interested in your experiences as a caregiver for [CLIENT'S NAME|. |

26) I’'m going to read you several activities that some people need help with. Please tell me if you
have helped [CLIENT’SNAME with any of these in the past month: (Check all that apply.)

Have you...
[0 A. Helped him/her dress, eat, bathe, or get to the bathroom?
[0 B. Helped with medical needs such as taking medicine or changing bandages?
[0 C. Heped him/her keep track of bills, checks, or other financial matters?
[0 D. Heped by preparing meals, doing laundry, or cleaning the house?
O E Helped by taking him/her shopping or to the doctor’ s office?

27A) Do any agencies, family members or friends help you get time off or relief from the
responsibility of caring for [CLIENT'S NAME]?

L] Yes [J No (SkiptoQ. 28)
27B)  About how many times per month does someone else take over for you?| | | |
27C)  On average, about how many hours do you get off when someone elsetakesover?| | | |

27D) Isthisenough relief for you? O Yes (SkiptoQ. 28)
O No

27E)  How many more hours per month of time off or relief do you need? | | | hrs/mo.
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28) How many other family members or friends provide unpaid care for [CLIENT'SNAME?|__| |
(If zero, skipto Q. 30.)

29) Thinking about all the family members or friends who provide unpaid care for [CLIENT'S
NAME], what proportion of the care do you provide? Would you say . . .

L0 A B e e 1
[0 Morethan alittle (but less than one-half) .........cccccoeviveiiicieenen. 2
N oo 1 | 7= ST 3
[0 More than one-haf (but not nearly al) .......ccocvvvevvicececee 4
CI NeAY @l ..o 5
N | ST 6

30) On atypical 24-hour week day, how many hours do you provide care for [CLIENT'S NAMH in
person? [IF NEEDED: Weekdays are Monday through Friday] || |hrs/day

31) On atypica 24-hour weekend day, how many hours do you provide care for [CLIENT'S
NAME] in person? [IF NEEDED: Weekend days are Saturday and Sunday] | | |hrs/day

32) What is your current employment status?

LI Working full time (SKIipto Q. 34)....ccooiiieeeeeeeeeee 1
O Working part time (SKipt0 Q. 34) ..o 2
I (1= o [ RSSO 3
LI NOUWOIKING ©.evvieiieciiecie et 4

33) Were you working when you started providing care for [CLIENT'SNAME ?
O Yes 0 No (Skipto Q. 35)

34) Because of providing care for [CLIENT'S NAME, have you:
(Read list and check all that apply.)

Stopped working
Retired early
Taken aless demanding job
Changed from full time to part-time work
Reduced your official working hours
Lost some of your employment fringe benefits
Had time conflicts between working and caregiving
Used your vacation time to provide care
Taken aleave of absence to provide care
Lost a promotion
Taken off work early or got in to work late to provide care for [CLIENT’S NAME]
IF TOOK OFF EARLY OR GOT IN LATE:
How many hours of work did you miss last month?
L. Other (SPECIFY: )
M. None of the above

OoOoOoO0oOoOoOO
AT IOTMMUO®>

aoad
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Please tell me how frequently each of the following happens. (Circle the response)

Always Quite
or Nearly Frequent Some-
Always -ly times Rardly Never N/A
35) How often does being a caregiver for
[CLIENT’S NAME] provide companionship 1 2 3 4 5 9
for you? Would you say ...
(Read list, except for N/A)

36) How often does being a caregiver provide 1 2 3 4 5 9
you with a sense of accomplishment?

37) How often does providing care for
[CLIENT'S NAME] give you the satisfaction 1 2 3 4 5 9
of caring for someone who cared for you?

38) As a caregiver, how often do youfeel that
you are helping your family by caring for 1 2 3 4 5 9
[CLIENT’S NAME]? Would you say ...
(Read list, except for N/A)

39) How often do you fedl that [CLIENT'S
NAME] appreciates the care that you are 1 2 3 4 5 9
providing for them?

40A) Does providing care for [CLIENT’'S NAME have any other positive benefits or rewards for
you?

O Yes O No
40B) (IF YES) Please describe: (Write response verbatim.)

41) In your experience as a caregiver, what would you say is the most positive aspect of
caregiving? (Read list. Check only one.) How about...

IOl g L0 01 o 11 o RS 1
O A sense of accomplishment..........coceoeiinininineeeeee e 2
L1 Caring fOr SOMEONE.......ccueieeeieeee e 3
O Helping your family ........cccceeveeieieeieeeseece e 4
Ll BeiNg apPreCiale.......oovieriiriirieeieeeeesie st 5
[0 Other (SPECIFY: ) IR 6
[ N[0 T RSSO 7
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Please tell me how frequently each of the following happens:

Always Quite
or Nearly Frequent Some-
Always -ly times Rarely  Never N/A
42) How often does providing care for
[CLIENT’S NAME] create a financial burden 1 5 3 4 5 9
for you? Would you say ...
(Read list, except for N/A)

43) How often does caregiving leave you with 1 2 3 4 5 9
not enough time for yourself?

44) How often does caregiving leave you with
not enough time for the rest of your family 1 2 3 4 S 9
(or your family)?

45) (Ask only if respondent isworking) How
often does caring for [CLIENT'SNAME 1 Z 3 4 5 °
interfere with your work?

46) How often does caring for [CLIENT'S
NAME] affect your relationships with the
rest of your family (or your family) in a 1 2 3 4 S 9
negative way? Would you say ...
(Read list, except for N/A)

47) How often does caregiving interfere with 1 2 3 4 5 9
your persona needs for privacy?

48) How often does caregiving create 1 2 3 4 5 9
problems in your social life?

49) How often does caregiving create stress 1 2 3 4 5 9
for you?

50A) Have your caregiving activities created or worsened any health problems for you?
O Yes O No
50B) (IF YES) Please describe: (Write response verbatim.)
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51) A. Does providing care for [CLIENT’'S NAME have any other negative effects or burdens for
you?

O Yes O No
B. (IF YES) Please describe: (Write response verbatim.)

52) Which of the following has been the biggest difficulty you have faced in caring for [CLIENT'S
NAME]? (Read list. Check only one.) How about...

LI Thefinancial burden...........ccooveceiieieeceseece e 1
1 Not enough time for YOursalf .........cccoveveveevecceseee e 2
[J Not enough time for your family.........ccccccvevieiieevie i, 3
O Interferes With Your WOrk............ccoceverenineneneeeeeeese e 4
O Affects your family relaionships..........ccoceveverenieeieenenene e 5
O Interferes with your privacy........cccceeeeceseececce s 6
LI Conflicts with your social life........ccocceviiieiiiieeeeee 7
[ CrealES SITESS.....uviieieeeie e etee e see et ne e e 8
0 Other (SPECIFY: ) PR 9
N N[0 =TT 10

| Next, | would like to ask you some background questions.

53) How long have you been caring for [CLIENT'SNAME? | | |[Mos. | | | Yrs.

54) What isthe age of [CLIENT'SNAME? |_| | |yrs.

55) (Don't ask if obvious, just check off.) What isthe gender of [CLIENT'S NAME?
O Mde O Female

56) What isyour age?| | | | yrs.

57) (Don't ask if obvious, just check off) What is your gender?

O Mde O Female
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58A) Do you have any kind of physical condition or disability that affects the kind of care that
you can provide to [CLIENT'S NAME?

O Yes O No
58B) (IF YES) What is that condition/problem/disability? (Write response verbatim.)

59) Areyou of Hispanic origin?
O Yes O No

60) What is your race? (Check all that apply.)

A. White or Caucasian

Black or African American

Asian

American Indian or Alaska Native

Native Hawaiian or Other Pacific Islander
Other

OOoOoood
mTmoow

61) What is your marital status?

[ N0 VAV 1= =" 1
(I VAT (0 T /= o [ ORR 2
[ TRV o (<o SR 3
L1 SEPArated.......cceeeeeeieiesie et 4
CI NEVEr MAITIEA........ei it sbe e sbe e sbeeens 5

[0 Lessthan High School Diploma..........ccceeveveiieveeceseceeie e 1
L1 High School DIiplomaL.........ccooieeiieeneeeeee e 2
O Some College, including Associate Degree.........ccooeveverereennnne 3
1 BaChelor'SDEQree.......ccveeeeeeeeee et 4
[0 Some Post-graduate work or Advanced Degree........ccccccveveneen. 5
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63) What was the total combined income for all personsin your household during the past 12
months, including income from jobs, Socia Security, retirement income, public assistance,
and all other sources?

O Lessthan $5,000 ......ooooeeieeieiiecieeeee et s s ereas 1
O $5,001 - $8,500  ..cveeeieeieeeeie ettt s e e sre e s 2
C0 $8,501 - $10,700 ...evieeceieceeie et sbe e sbe e sree e 3
O $10,701 - L3,850 ....oveeeieieccirie et sbe e s 4
O $13,851 - BL8,250 .....ooeieeieieeiieceeie et sebee e s sbe s s 5
O $18,251 - $25,000 ....ooocveiiiieieiieree et srreesres s sbe s s veas 6
[ $25,001 - $35,000 ....oooeieieiiiiiieiiiee e e sereee e sreessree s sreeens 7
O $35,000 - $50,000 .....ooeiiieiieiiie e ceeie e s e sree s sbee s sree e 8
C0 $50,001 OF MOIE et eee et eee s e e s e s e sae e e e seeenneas 9
64) Where is your home located?
L0 TN @CIY ctitieeee e e 1
O INaSuburban @r€a..........cceeeeveeiciiecciee e 2
O INaRUral @rEa......ccooocviiieiiciiie e 3

65) (OPTIONAL) What isyour homezipcode?| | | | | |
66A) Which of the following describes your living arrangements? (Check all that apply)

O A. Living Alone

. Living with Spouse
. Living with Children
. Living with Parent(s)
0 E. Living with others

oood
o0 w

66B) (Unlessliving alone, ask:) How many family members are living in your household,
including yourself? | | | (number)

67A) Arethere any other persons for whom you provide care, such as children, parents, etc.?
O Yes [0 No (Proceedto end of questionnaire)
67B) (IF YES) Who are those people? (Check all that apply)

Husband or wife

Son(s) or daughter(s)

Father or mother

Brother(s) or sister(s)

Grandson(s) or granddaughter(s)

Other relative(s)

Friend(s) or neighbor(s)

Other (SPECIFY: )

OO0OoOo0ooono
IOTMOO®

67C) (Writetotal number of other persons cared for, or, if not obvious, ask:) How many
persons total are you caring for, not counting [CLIENT'S NAME]? |_| | (number)
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Thank you very much for your time. Y our responses have been very helpful to us.
[OPTIONAL: We know that this can be a very emotional topic to discuss.]

Would you like us to send you information on services available to caregivers?
(IF YES: Get name and address for sending information.)

(Interviewer: Get information on caregiversrequiring assistance. Passthe names on to your
Supervisor.)

RECORD TIME INTERVIEW ENDED: AM PM
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