POMP 5 CAREGIVER PROGRAM SUPPORT AND ASSESSMENT SURVEY

TELEPHONE SURVEY
June 3, 2004

RECORD TIME INTERVIEW BEGAN: AM/PM

Hello. May I speak to [CAREGIVER’S NAME]? My name is [INTERVIEWER’S NAME]
from [AGENCY’S NAME]. 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]. Our records show that
you have received caregiver support services from [AGENCY’S NAME] to help you take care of
an elderly person. We would like to know if these caregiver support services have been helpful.

Are you still the caregiver for [CARE RECIPIENT’S NAME] or
[someone 60 years of age or older]?

IF NO, RECORD ANY COMMENTS RESPONDENT MADE ABOUT FORMER CARE
RECIPIENT (E.G., RESPONDENT IN NURSING HOME, DECEASED, ETC):

| THANK THE RESPONDENT AND TERMINATE THE INTERVIEW

[IF YES, INTERVIEWEE IS STILL THE PRIMARY CAREGIVER:] This survey
typically takes about 25 minutes or so. Some people want to talk more, others talk less. You
may be more comfortable answering these questions if you are NOT in the presence of the
person you are caring for. Is this a good time for you?

[IF YES, THIS IS A GOOD TIME: GO TO NEXT PAGE]

[ITF NO] What is another time that is better for you?
(Get time and phone number where they can be reached.)
Day: Time: Date:

Telephone number?

[CONFIRM TIME AND PHONE NUMBER WHERE THEY CAN BE REACHED.
TERMINATE INTERVIEW.]|

Office Use Only: 1 of 24
Type of Administration [check]: Telephone 0 Maild  Interview Date:

Result Code: Caregiver Enrollment Date: Caregiver ID:
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Let’s begin the caregiver survey. Your participation is voluntary and very important to the
success of this study. Your answers to the questions will be kept confidential to the extent the
law allows and will be used only for the purpose of this study. Your eligibility for services will
not be affected by your decision to participate nor by any answers you give.

1. What is your relationship to [CARE RECIPIENT’S NAME]? Are you his or her ...

HUSDand ........ooveieieieieeeeeeeeee e O 1
WL, O 2
SOM ettt ettt sttt a e O 3
SON-IN-LAW ..ootiiiiiiiiiiciictee et O 4
DaUughter ......ooviiviiiicieeeeeeeeee e a s
Daughter-in-Law .........c.ccccevieiiirienieeciee e O o6
Father .ooooovieieieeeeee e a 7
IMOERET ...t O 8
BIOther ..o O 9
SISTET vttt ettt sttt O 10
Granddaughter ..........cccocceevieiiieieeieieceeee e O 11
GrandSON .......cceeieviieiieieeieeie ettt sre s e eas O 12
INIECE  wovverveieeiieteeieeteie e st et eteeae e e e aestestesbeeseeseensensensenaennas O 13
NEPREW o O 14
Other relative [Not a relative mentioned above]j ................... O 15
(SPECIFY: )
Friend or Neighbor or Another Person .........ccccceeevveeveenenn. O 16
REFUSED......coiiiiiiestceeeeteeee ettt a -7
DON’T KNOW ...ttt e O -8
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2. I’m going to read you several activities that some people need help with. When [CARE
RECIPIENT’S NAME)] performs or is involved in these activities, how often do you help
with ...

All the time Rarely
or Most of  Some- or DON’T
the time times Never REFUSED KNOW

A.) Activities like dressing, eating,
bathing, or getting to the 01 02 O3 0-7 0-8
bathroom? Would you say ...

B.) Medical needs such as taking

medicine or changing 01 02 03 0 -7 0 -8
bandages? Would you say ...

C.) Keeping track of bills, checks, 01 02 03 O -7 O -8
or other financial matters?

D.) Preparing meals, doing laundry, 01 ) 03 a-7 O -8
or cleaning the house?

E.) Going shopping or to the 01 ) 03 -7 -8
doctor’s office?

F.) Arranging for care or services 01 a2 a3 O -7 O -8

provided by others?
[IF ALL RESPONSES ARE “NEVER,” “REFUSED,” OR “DON’T KNOW,” ASK:]
What kind of care do you provide for [CARE RECIPIENT’S NAME]?

[WRITE RESPONSE VERBATIM. IF “NO CARE PROVIDED,” WRITE “NONE.”]

REFUSED ....coiiiiiieeeceeeeees e a -7
DON’T KNOW ..ottt O -8

INTERVIEWER NOTE: IF THIS PERSON DOES NOT PROVIDE CARE OF ANY
KIND FOR THE CLIENT, TERMINATE THE INTERVIEW AT THIS POINT
AND FOR THE RESULT CODE ON THE FIRST PAGE WRITE T1. RECORD
TIME INTERVIEW ENDED AM/PM
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INTERVIEW INTRO: I'd like to ask you some questions about the services that you are
receiving from [AGENCY'S NAME] and/or other agencies. We are interested in your
experiences with services during the last year.

3. Have you received Respite Care, which allows you, the caregiver, a brief period of rest
or relief while temporary care is provided to [CARE RECIPIENT’S NAME], either in
your home or someplace else? [PROMPT WITH LOCAL SERVICES AS NEEDED.]

YIS, crvereeeeeeeeeeeee e e e e e s s ee e O 1 [GOTOQ.3A]
INO e s e s e e e s eer e O 2[GOTO Q.4.]
REFUSED ... es e s es e es e eesen O -7[GO TO Q.4.]
DON T KNOW...ooovooereeeeeeseeeeeeeeeeeeseeeeseeeesseeesseeseseessesee O -8 [GO TO Q.4.]

3A. To what extent have the Respite Care Services you have received helped you as
a caregiver? (READ LIST. CHECK ONLY ONE.) Would you say...

They helped @ lot,.......ccooeeeivieiiiiiiceceeee e O 1
They helped a little,........ccoveeviieienieieeieceeeeee O 2
They didn't help, O .....c.ccoveeieieiieieeeeeeee e, O 3
They made things Worse?..........cccvevveeieveeveeneenieennenn, O 4
REFUSED ...ttt a -7
DON’T KNOW. ...ttt O -8
4. Has someone, such as your case worker, case manager, or other AAA staff person,

helped you or given you information to connect you to the services and resources that
you need as a caregiver?

Y S oo e eeee e s eee e e s e e s ee e ee e eer e O 1[GO TO Q.4A.]
N et e e e s e e ee e O 2[GOTO Q.5.]
REFUSED ... es s eeseeses s O -7[GOTO Q.5.]
DONT KNOW ..o ee e es e es e O -8[GOTO Q.5.]

4A. To what extent has the help or information you have received helped you
connect to the services and resources that you need as a caregiver? (READ LIST.
CHECK ONLY ONE.) Would you say...

They helped @ lot,......ccceeierieiieieieeceeee e O 1
They helped a little,........ccooveeiieiieieiicieceeeeee O 2
They didn't help, O .....c.oeovieieieeeee e, O 3
They made things Worse?..........ccceevveeeevieeeeeeeieenenn, O 4
REFUSED.....ooiiiiiiieeeeeeee e a -7
DON’T KNOW ..ottt O -8
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5. Have you received caregiver training or education, including counseling or support
groups, to help you make decisions and solve problems in your role as a caregiver?

YIS orvereeeeeeeeeees e eeseeeee e ee e ee e s s ee s s es e O 1[GOTO Q.5A.]
N oo e e e e O 2[GOTO Q.6.]
REFUSED ... ees e eseeees e ees s ees e sesee O -7 [GO TO Q.6.]
DONT KNOW ... eeeeeee e eeseee s eesen O -8[GO TO Q.6.]

S5A. To what extent has the caregiver training or education you have received
helped you as a caregiver? (READ LIST. CHECK ONLY ONE.) Would you

say...
Ithelped alot, ..c.occoeeveeiieiiieicec e O 1
It helped a little, ....c.oceeeveeieeieiicieceeeeeeeee e O 2
It did not help, OF.....coeovieiiiieiceeee e, O 3
It made things WOrSe? .........cceeevevievieeeenieieeeieieennn O 4
REFUSED......cooiiiiiinininicieeeeeseeeeeeeeeeaen a -7
DON’T KNOW ...ttt O -8
6. Has the National Family Caregiver Support Program provided you with any other

Supplemental Services to help you with the care you provide, such as [INSERT
LOCAL SERVICES OR USE: home modifications, assistive technologies, or
incontinence supplies]?

Y oo e e s e e s e ee e O 1[GO TO Q.6A.]
INO oot s st s e O 2[GO TO BOX]
REFUSED ... es s s es s O -7 [GO TO BOX]
DONT KNOW ..o eeeeseeeeeeeees s sese s sesee O -8 [GO TO BOX]

6A. To what extent have the Supplemental Services you have received helped you as
a caregiver? (READ LIST. CHECK ONLY ONE.) Would you say...

They helped @ lot,.......cceeierieiiiiiiieeceeee e O 1
They helped a little,.........c.cooveevieiiiieiieiieeeecee o 2
They did not help, Or.......ccoccvevieviieiecieeeeeeee e, O 3
They made things Worse?.........cccceevveeeevieecieeeeneenene, O 4
REFUSED.....ooiiiiiieee e a -7
DON’T KNOW. ...ttt O -8
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INTERVIEWER NOTE: IF RESPONDENT RECEIVES ANY OF THE ABOVE
SERVICES (L.LE. “YES” TO Q. 3, 4, 5, OR 6), CONTINUE INTERVIEW. OTHERWISE,
THANK RESPONDENT AND END INTERVIEW AND FOR THE RESULT CODE ON
THE FIRST PAGE WRITE T2. RECORD TIME ENDED

7. Of the caregiver services provided, which one service was the most helpful?
(READ LIST. CHECK ONLY ONE.)

Respite Care SErviCes, .....cevierverierueerieeienieeieeeenreeeeeseeneeenns O 1
Help or Information connecting you
to Caregiver Support SETVICES, ....ccvereeerreeeieerieenieenneanns O 2
Caregiver Training or Education,
including Counseling or a Support Group, or.................. O 3
Other Supplemental Support Services
OF ASSISTANCE? ..ottt O 4
REFUSED ...ttt a -7
DON’T KNOW ...ttt O -8
8. How have the caregiver services that have been provided affected you and your

caregiving tasks? [WRITE RESPONSE VERBATIM]

REFUSED ..ot o -7
DON’T KNOW ..ottt O -8
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9. Overall, to what extent have these caregiver services helped you to be a better caregiver?
(READ LIST. CHECK ONLY ONE.) Would you say...

They helped @ 1ot,......cccvevierieiieieieeeceeeee e O 1
They helped a little,........ccooovieiieiiciieiieieeeeeeee e o 2
They didn't help, O ....cc.occveeieiieieceeeee e O 3
They made things WOrse?.......c.occueevevuieieeieeieeieceeereeie e O 4
REFUSED.....oiiiiiiieee et a -7
DON’T KNOW ...ttt O -8

10.  Have these caregiver services enabled you to provide care for [CARE RECIPIENT’S
NAME] for a longer time than would have been possible without these services? (READ
LIST. CHECK ONLY ONE.) Would you say...

Yes, definitely, ...oovveeieieiieiecieeee e O 1
Yes, Tthink SO, c..oeivviiiiiiiiiieceeee e O 2
No, I don’t think SO, OT......c.evveiiiiiiieeeeeieeeeeeeee e O 3
No, definitely NOt? .......cc.ooeevvieiieiiciieie e O 4
REFUSED ... o -7
DON’T KNOW. ... O -8

11.  Overall, how would you rate the caregiver support services that have been provided?
(READ LIST. CHECK ONLY ONE.) Would you say...

D AW =

REFUSED ..ot
DON’T KNOW ..ottt
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Now I would like to ask you some questions about your employment. ‘

12.  What is your current employment status?

Working full time,........c.ccovevvieiiinieiieieceeee e O 1[GOTOQ.13.]
Working part time, ..........cceeeveeieeuiecrieieeeeere e O 2[GOTO Q.13.]
REUITEA, OF ..vviiiiiiieeieeeee e O 3[GOTO Q.12A.]
NOE WOTKINE? oo s oo esee e O 4[GOTO Q.12A.]
REFUSED ...t O -7[GOTO Q.16.]
DON’T KNOW. ... O -8[GOTO Q.16.]

12A. Did your caregiving responsibilities cause you to quit work or retire early?

YIS orveeeee e e e e e e e e e s O 1[GOTO Q.16.]
INO oo s e e eee e O 2[GOTO Q.16.]
REFUSED ... eeseee s O -7 [GO TO Q.16.]
DONT KNOW....ooooereoeeeeeseeeeseeeeseeeeeseseseseeeeeseeesesee O -8 [GO TO Q.16.]

13. Has providing care for [CARE RECIPIENT’S NAME] interfered with your job?

YIS v e e e e e s s ee e O 1[GOTO Q.13A.]
INO oot e e s e s e s e s er e O 2[GOTO Q.16.]
REFUSED ..o ee e es e es e es e eesen O -7 [GO TO Q.16.]
DON T KNOW...ooooooereeeeeeeeeeeeseeeeeeseeeeseesseesesseeseseesseseen O -8 [GO TO Q.16.]

13A. How frequently has providing care for [CARE RECIPIENT’S NAME] interfered
with your job? Would you say .....

Always or USUalLY, ....cccoevvieviiiiiiieiececeee e O 1[GOTOQ.14.]
SOMELIMES, ..vveeeeiieeiiieeciee ettt e e O 2[GOTO Q.14.]
Rarely or NeVer? .......ccoeeeviieiiiiecie e O 3[GOTO Q.16.]
REFUSED ... s e esen O -7 [GO TO Q.16.]
DON’T KNOW oo O -8[GOTO Q.16.]
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14. Because of providing care for [CARE RECIPIENT’S NAME], have you . ..
[READ LIST AND CHECK ALL THAT APPLY.] YES NO

A. Taken a less demanding job. ........cccceeverierieviiecieriesieennns O 1 O 2
B. Changed from full time to part-time work. ........................ O 1 0 2
C. Reduced your official working hours. ..........cccccceevvevenenne. O 1 0 2
D. Lost some of your employment fringe benefits. ................. O 1 0 2
E. Had time conflicts between working and caregiving. ........ O 1 O 2
F. Used your vacation time to provide care. ............ccoccveueee. O 1 0 2
G. Taken a leave of absence to provide care. ..........cccuuen..... O 1 0 2
H. LoSt a promotion . .........c.ccceevvieiiiieereeieereecie e O 1 0 2
I. Worked less than your normal number of hours last

month because of providing care for [CARE

RECIPIENT’ S NAME] . i O o 2
J. Other [SPECIFY: | IS O 1 0 2

15.  To what extent have caregiver support services helped alleviate these work difficulties?

Would you say...

They helped @ 1ot,......cccvevieriieieeieieeeeee e O 1
They helped a little,........ccooovieiieieiieiiceeeeeeeee e O 2
They didn't help, O ......occveeieiieieeeee e a 3
They made things WOrse?.......cccccvevveviieieeienieeieeeeeeeee e O 4
REFUSED ...ttt e a -7
DON’T KNOW ..ottt O -8
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16. Please tell me how frequently

each of the following happens: Always

or usually, Sometimes, or Rarely or Always Rarely DOES

never. or Some- or DON’T  NOT
Usually times Never REFUSED KNOW APPLY

A.) As a caregiver, how often do you
feel that you are helping [CARE mpl 02 03 0 -7 0 -8 0-1
RECIPIENT’S NAME]? Would
you say ...

B.) As a caregiver, how often do you
feel that you are helping your family O1 0?2 O3 0 -7 -8 O-1
by caring for [CARE RECIPIENT’S
NAME]? Would you say ...

C.) How often does being a caregiver
provide you with a sense of
accomplishment?

O1 02 O3 O -7 O -8 O -1

D.) How often does providing care for
[CARE RECIPIENT’S NAME] give O1 02 03 0 -7 O -8 O-1
you the satisfaction of caring for
someone who cared for you?

E.) How often do you feel that [CARE
RECIPIENT’S NAME] appreciates 01 02 03 a -7 O -8 O-1
the care that you are providing for
them?

F.) How often does being a caregiver

for [CARE RECIPIENT’S NAME] 01 02 03 0 -7 O -8 O-1
provide companionship for you?
Would you say...
G.) OTHER (SPECIFY: 01 ) 03 0 -7 0 -8 O -1
)

INTERVIEWER NOTE: IF ALL OF Q.16 IS “RARELY OR NEVER,” “REFUSED,”
“DON’T KNOW,” OR “DOES NOT APPLY,” GO TO Q.18.

10
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17. In your experience as a caregiver, what would you say is the one most positive aspect of
caregiving? [READ LIST. CHECK ONLY ONE.] Would you say that the one most
positive aspect is ...

Helping your care reCipient,.........cccueeeueeencveeencreeenreeesveeeees
Helping your other family members, .......c..ccccoveevernieniennnnne
Feeling a sense of accomplishment,...........c.cccccvveervieenieenee.
Caring for someone who cared for you,..........ccceeueerveeieennnne
Being appreciated, Or .......cccvveviiieeiiiecieeeeeeee e
Providing companionship for you?.........c.ccccevvveniienieninnnne.
OTHER (SPECIFY: ) S
NONE. ..ot
REFUSED ...ttt
DON’T KNOW ...ttt

~N NN kW -

G0 3

18. In your experience as a caregiver, Always Rarely DOES
how often do you feel that... or Some- or DON’'T NOT
Usually times Never REFUSED KNOW APPLY
A.) Caregiving creates a financial

burden for you? Would you say ... up 02 O3 -7 -8 0-1

B.) You do not have enough time for O1 ) 03 O -7 O -8 O -1
yourself? Would you say ...

C.) You do not have enough time for a1 ) 03 O -7 O -8 O -1
your family?

D.) Caregiving negatively affects your 01 ) 03 0 -7 O -8 O -1
health?

E.) Caregiving conflicts with your 01 02 03 0 -7 -8 -1

social life?

F.) You are stressed? up 02 O3 0-7 0 -8 O-1

G.) OTHER (SPECIFY: 01 ) 03 O -7 O -8 0-1
)?

INTERVIEWER NOTE: IF ALL OF Q.18 IS “RARELY OR NEVER,” “REFUSED,”
“DON’T KNOW,” OR “DOES NOT APPLY,” GO TO Q.21.

11
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19. Which of these difficulties is the greatest difficulty you have faced in your caregiving?
[READ LIST. CHECK ONLY ONE.] Would you say caregiving’s greatest difficulty is
that it ...

Creates a financial burden,..........cooevvvvveeiiiiiiiiiiiiieeeeeeeeeee,
Doesn’t leave enough time for yourself,..........cccccecuveerneennne.
Doesn’t leave enough time for your family, .........c.ccceeenneene.
Interferes with your Work,..........cccveeviieeiiieniiiecie e
Creates or aggravates health problems, ........c..ccccocevienenee.
Affects your family relationships, Or ........ccccecvveeviieerieennneen.
Creates SIIESS? ..c..uiiieeiieeieeriie ettt
OTHER (SPECIFY: ) S
REFUSED ...ttt
DON’T KNOW ...ttt

~N NN R W

oo L

20.  To what extent have the Caregiver Support Services you have received helped alleviate
these difficulties? [READ LIST. CHECK ONLY ONE.] Would you say...

They helped @ lot,.......ccoovieeiieiicieieeeceeeeeee e O 1
They helped a Little,........ccoevieiieierieiicieeeeeee e O 2
They didn't help, O .......ccveeiieiieiieeeeeeeeee e O 3
They made things WOrse?.........cocvevveviievierienieieeiesreeee e O 4
REFUSED.....ooiiiiiii et a -7
DON’T KNOW . ...ttt O -8

21. Do you have any kind of health problem, physical condition, or disability that affects the
kind or amount of care that you can provide to [CARE RECIPIENT’S NAME]?

YOS oo e e e e s s e s s ee e O 1[GOTO Q.21A.]
INO oottt ee e O 2[GOTO Q.23.]
REFUSED ... ee e es s ese e eesee O -7[GO TO Q.23.]
DONT KNOW ..o eeeeseeeeeeeees s eeseses s O -8[GO TO Q.23.]

12
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21A. [IF YES] What is that problem, condition, or disability? [DON’T READ LIST.
WRITE RESPONSE VERBATIM OR CHECK ALL THAT APPLY.]

Physical
1. Back problems and other joint problems/ Arthritis.......... O 1
IIness
2. Heart problems / High Blood Pressure /

Hypertension / Stroke. ........ccccovevvieviiiieviieiieieeieeieeieee O 1
3. DHADELES. ...cvieeieiieiieeee e O 1
4. Allergies/Asthma/Other breathing and lung problems.... O 1
5. Mental health (all). ..............ccoooviiiiiiiiceeeeeeeee O 1
6. Eye problems. ..............ccccoeviiiiiniieiiicieieeceeee e O 1
7. Other (SPECIFY: ) RS O 1
REFUSED ...ttt e a -7
DON’T KNOW ...ttt O -8

22.  Have your caregiving activities created or worsened any of these problems, conditions, or

disabilities?

Y S e e e e e e aaaaaaaaa O 1
D30 TR O 2
REFUSED ..ottt eeeeee e eeeeeeeeeeeenaes o -7
DON’T KNOW ... eeeeeeeeaeeeeeeeeeeaaaes O -8

Next, I would like to ask you some questions about [CARE RECIPIENT’S NAME].

23. How long have you been caring for [CARE RECIPIENT’S NAME]?
| |_|Months | | | Years

REFUSED ....coiiiiiiieeeececeee e o -7
DON’T KNOW ..ottt O -8

13
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24.  How far away do you live from [CARE RECIPIENT’S NAME]? [READ LIST.
CHECK ONLY ONE.] Do you live...

In the SAME hOUSE, ......ccuviiieiieciiieceeeeeeeeeeee e O 1[GOTO Q.26.]
Less than 20 minutes aWay, ..........ccceeeveeeeereerieeeenreeieeeeeneenns o 2
Between 20 and 60 minutes away,..........cccveeeverreerreevesneennennes O 3
Between 1 and 2 hours away, O ........ccccveeeiieenciieeniieeeiee e, O 4
More than two hours away?.........cccceeeveveeveerierieeieneeee e O 5
REFUSED ..o O -7 [GO TO Q.26.]
DON’T KNOW ..ottt O -8[GO TO Q.26.]

25. Does [CARE RECIPIENT’S NAME] live alone?

Y €S ittt O 1
N O e e O 2
REFUSED ...t o -7
DON’T KNOW. ....oooiiiiiiiiiiiiieeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeaeaeaes O -8

26. Can [CARE RECIPIENT’S NAME] be left alone? Would you say ...

He/she can be left alone, .........coooeveeviveiiiciiiiiieeeeee e, O 1
He/she needs someone there at least part of the day, or ....... O 2
He/she needs someone there all or nearly all the time?......... O 3
REFUSED.....ooiiiiee ettt a -7
DON’T KNOW ...ttt O -8

27.  Inyour judgment, how many hours per day of help, care, or supervision does [CARE
RECIPIENT’S NAME] need?

NUMBER OF HOURS PER DAY ... L
REFUSED.....ovoeeeeeoeeeeeeeeseeeeeseeeeeeseeeeessseeesseseeeesssseeessseeen o -7
DON’T KNOW....oovooeeeeeeeeeeseeeeeeeeeseeseeseeeeseseesessseesesseeeen O -8

28.  In a typical 24-hour week day, how many hours do you provide help, care or supervision
for [CARE RECIPIENT’S NAME] in person?

NUMBER OF HOURS PER DAY ... L
REFUSED ... eeseeeeeeeeeeeeseeeeessseeesseseeeeessseeeeseeeen o -7
DON’T KNOW....oooooeeeeeeeeeeeeeeeeeeeeeseesseeeseseesessseeeeeseeeeen O -8

14
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29. In a typical 24-hour weekend day, how many hours do you provide help, care or
supervision for [CARE RECIPIENT’S NAME] in person?

NUMBER OF HOURS PER DAY .....covvvveeevemereesereereeree. L
REFUSED .....covoeeeeeeeeeeeeeeeeeeee e eeseeeesee e eeseeeseseeesesen O -7
DONT KNOW....ooooooeeereseeeeeeeeeeseeeeeeeeeeeeeeessee s esesee O -8

30. Do any agencies, family members or friends help you get time off or relief from the
responsibility of caring for [CARE RECIPIENT’S NAME]?

Y €S it eaes O 1
N O ettt O 2
REFUSED ....oooiiiiiiiiiiiieeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeee e o -7
DON’T KNOW ...t O -8

31. [IF Q.30 IS “YES,” ASK:] Do you need more time off?
[TF Q.30 IS “NO,” “REFUSED,” OR “DON’T KNOW,” ASK:] Do you need time

off?

S e e e e e e e e e e —————aaeaaaaaa O 1
N O e e O 2
REFUSED .. oot aaee e a -7
DON T KINOW .ot O -8

32. Thinking about all the family members or friends who provide unpaid help, care, or
supervision for [CARE RECIPIENT’S NAME], what proportion of the care do you
provide? [READ LIST. CHECK ONLY ONE.] Would you say...

AdL oo O 1
Nearly all,.......ccooiieiiiieiieeeeeeeeee e o 2
More than one-half, but not nearly all, ................ccoeeieine. O 3
ADOUL half, ..o O 4
More than a little, but less than one-half, or........cccuevvveeennn. O s
A TIEEIC? o O o6
REFUSED......oooiieeee e o -7
DON’T KNOW ...ttt O -8

15
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Next I'd like to ask you some questions about the services that [CARE RECIPIENT’S NAME] is
receiving from [AGENCY'S NAME] and/or other agencies. We are interested in your
experiences with services during the last year.

INTERVIEWER NOTE: PLACE A CHECKMARK IN THE APPROPRIATE BOX. ASK
IF THE CARE RECIPIENT RECEIVED THE INDICATED SERVICE.

33. Does [CARE RECIPIENT'S NAME] receive the following service? [READ LIST.]

DON’T

Yes No REFUSED KNOW
A.) Adult Daycare (Center-provided daycare)? 01 a2 0 -7 O -8
B.) Case Management? 01 a2 0 -7 O -8
C.) Homemaker Service? 01 02 0-7 0-8
D.) Home Health Aide? O1 02 O-7 0-8
E.) Home Delivered Meals? O1 02 O-7 0-8
F.) Chore Service? 01 02 0 -7 0 -8
G.) gzlrllsggll:tt:;igrrll)gervice (includes Assisted 01 02 0.7 0 -8
H.) Information about services? O1 02 O-7 0-8

I.) Other services or assistance (not listed above)?

1. SPECIFY: O1 02 a -7 O -8
2. SPECIFY: O1 () a-7 O -8

INTERVIEWER NOTE: IF ALL OF Q.33 IS “NO,” REFUSED, OR “DON’T KNOW,”
GO TO Q.37.

34. Overall, how would you rate the services that [CARE RECIPIENT’S NAME] receives?
[READ LIST. CHECK ONLY ONE.] Would you say...

DN B W=

POOT T e
REFUSED ... .ottt eaees
DON’T KNOW ..o eeeeeeee e
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35.  Have the services received by [CARE RECIPIENT’S NAME] enabled you to provide
care for a longer time than would have been possible without these services? [READ
LIST. CHECK ONLY ONE.] Would you say ...

Yes, definitely, ..oovveeieiiricieciereeecee e O 1
Yes, Tthink SO, c..ocivviiiiiiiiieieceeeeeeee e O 2
No, I don’t think SO, OF......c.eevviiiieiieeieeieeeeeeeee e O 3
No, definitely NOt? .......ccoeeeivieiieiiciieie e O 4
REFUSED ...t o -7
DON’T KNOW. ... O -8

36. Thinking only about the services that [CARE RECIPIENT’S NAME] received, how
have the services that [CARE RECIPIENT’S NAME] received affected you and your
caregiving tasks? [WRITE RESPONSE VERBATIM.]

REFUSED ..ottt o -7
DON’T KNOW ..ottt O -8

37.  Inyour judgment, if the services that you and [CARE RECIPIENT’S NAME] have
received had not been available, would [CARE RECIPIENT’S NAME] be living in a
different place now?

YIS orvereeeee e ee e ee e e e s e s s ee e O 1[GOTO Q.37A.]
N0 oo e e e s O 2[GOTO Q.38
REFUSED ... ees s s ees s ses e sesene O -7 [GO TO Q.38.]
DONT KNOW ... eeeee s eesen O -8 [GO TO Q.38.]
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37A. Where would [CARE RECIPIENT’S NAME)] be living?
[DON’T READ LIST. CHECK ONLY ONE ANSWER.]

In your [caregiver’s] home, ........ccccceeevevievieeienieennne. O 1
In the home of another family member or friend, ..... o 2
In an assisted living facility, OF .......cccceveverererenene. O 3
In a nursing home?..........ccocooeeieviiiiicieeceeeeeeee, O 4
OTHER (SPECIFY: ). O 5
CARE RECIPIENT WOULD HAVE DIED............. O o
REFUSED. ..ottt o -7
DON’T KNOW...cooiiiiiiteieieieieiee e O -8

38. In addition to the kinds or amounts of services [CARE RECIPIENT’S NAME] is now
receiving, what additional or new kinds of help would be valuable to you as a caregiver?
[READ LIST. CHECK YES OR NO FOR EACH.] How about...

YES NO

A. Help with houseKeeping, ..........ccoeeeveerreeeerierieeeesieennenn O 1 0O 2
B. Help with shopping, ........ccccooeevviiieiieiieiececeeeeeee O 1 0O 2
C. Help with transportation, getting places, .............ccccu...... O 1 0O 2
D. Help with making meals, .........c.ccoeoveeviiiieciieiecieieeeene. O 1 0O 2
E. Help with bathing, dressing, grooming, toileting,

feeding, other personal care, ............ccecvevueeieeeenrieeeenenn, O 1 0O 2
F. Help with medicines (administering medicine,

monitoring side effects, €tc.),.....cocevreviirvienieiieieceeiene. O 1 0O 2
G. Help with getting other family members involved in

caring for [CARE RECIPIENT’S NAME],.....c.cccccuennee. O1 0 2
H. Financial support, tax break, stipend, government

SUDSIAY, .vieviiiriiiieiieciieie ettt ettt O 1 0O 2
I. In-home respite care for [CARE RECIPIENT’S

NAMET, e O 1 0O 2
J. Adult daycare for [CARE RECIPIENT’S NAME],or.... O 1 0O 2
K. Money management assistance or financial advice, ....... O 1 0O 2
L. OTHER (SPECIFY: ) I O1 0 2
-OR -
M. No additional help needed? .........ccoocveviieiinieneeieeieee O 1 0O 2
REFUSED.....ooiiiie et a -7
DON’T KNOW ...ttt O -8
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In addition to the kinds or amounts of information that you already have, what additional
or new kinds of information would be valuable to you as a caregiver? [READ LIST.
CHECK YES OR NO FOR EACH ONE.] How about...

YES NO

A. A help line (or central place to call to find out what

kind of help is available and where to get it), ................. O 1 0O 2
B. Someone to talk to or counseling services

OF SUPPOTE GIOUP, .evervrerrerrrerreererreerseeaesseesseesesseesseessesseens O 1 0O 2
C. Information about [CARE RECIPIENT’S NAME]’s

condition or disability, .........cccceccervierievienierieeie e O 1 0O 2
D. Information about changes in laws that might affect

YOUT SIEUATION, 1vvievieiieiieeieitieieeeeseeeaeeeesreeaeeeeesreeseeenas O 1 0O 2
E. Help in understanding how to select a nursing home

or group home or other care facility, ..........ccccccevveeuennne O 1 0O 2
F. Help in understanding how to pay for nursing homes,

adult day care, or other Services, ..........cccovvevververeeriennnnns O 1 0O 2
G. Help in dealing with agencies (bureaucracies) to get

SEIVICES, OF ..vveeieeeeieeeeeeeeeeeeeeeeeeeeeeeeseeseeeiseeessssseeesessaeeeeas O 1 0O 2
H. OTHER

(SPECIFY: ) ISP O 1 0O 2

-OR -
I. No additional information needed? ............ccccvevveeurennenne. O 1 0O 2
REFUSED ...ttt o -7
DON’T KNOW ...ttt O -8

We are interested in knowing more about the demographic characteristics of people receiving
these services. We would appreciate it if you would answer the following questions. All this
information will be kept confidential to the extent allowed by law.

40.

41.

What is the age of [CARE RECIPIENT’S NAME]?

NUMBER OF YEARS ....oooroveeeeeeeeeeeeeeeeseseeseeseeeeseseeeeeee L]
REFUSED.....oovooeeeeeeeeeeeeeeseeeeeeeeeeesseeeeessseeesseseeeeessseesessseen o -7
DON’T KNOW....ooooeeeeeeeeeeseeeeeeeseseseesseeesseseeeessseeeesseeeen O -8

[DON'T ASK IF OBVIOUS, JUST CHECK.] What is the gender of [CARE
RECIPIENT’S NAME]?

MALE .o O 1
FEMALE ..o O 2
REFUSED ...ttt aeees o -7
DON’T KNOW ...ttt O -8
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42. How many other persons total are you caring for, not counting [CARE RECIPIENT’S

NAME]?

NUMBER OF PERSONS.......oveoereeeeereeeseeeeeseeseeeeseseeereeee L
REFUSED.....oveoeeeeoeeeeeeeeseeeee e eseseesessseeeeseseesessseeeessseeen o -7
DON’T KNOW....ooovoeeeeeeeeeeeeeeeeeeeeeeseeseeeeseseseeeseeeeseeeeen O -8

42A. [IF NOT ZERO] Who are those people? [DO NOT READ LIST. CHECK

ALL THAT APPLY]
1. Husband or Wife .........cccoovieiieiiiieicieceee e O 1
2. Son(s) or daughter(s) ........ccoeveeveieeevrieiicieeieeieereeane O 1
3. Father oo O 1
4, MONET ..ooevieiiiieieeeeeee e O 1
5. Brother(s) or SiSter(S) .....ceevveeerevreeereeerreereeereeeveenne O 1
6. Grandson(s) or granddaughter(s) ........cccceeveeeruveeenneen. O 1
7. Other relative(s) not mentioned above....................... O 1
8. Friend(s) or neighbor(s) .......cccoeeeevevieeieeieciieieene, O 1
9. Other persons not mentioned above

(SPECIFY: ) JRT O 1
REFUSED......oooiiiiiiceeieeeeeeee e a -7
DON’T KNOW ..ottt O -8

D1. [RECORD SEX OF RESPONDENT. IF NOT OBVIOUS, ASK:]
What is your gender?

MALE ..ot O 1
FEMALE. ..ottt O 2
REFUSED ..ot o -7
DON’T KNOW ..ottt O -8

D2. What is your age?

NUMBER OF YEARS .......ociooveomeeeeeeeeeeeeeseeeeeeeeseeeeseseeeeee L
REFUSED......ooooooeeeoeeeeeeeeseeeeeeeeeee e o -7
DON’T KNOW....ooooeeeeeeeeeeeeeeee oo eeeeee e O -8

20



POMP 5 CAREGIVER PROGRAM SUPPORT AND ASSESSMENT SURVEY

TELEPHONE SURVEY
June 3, 2004

D3.  What is your highest educational level?

Less than high school diploma,..........ccccceeveviievciieeniiicieeee, O 1
High school diploma or GED, .......c.ccooveviivieciinieieieeeee, O 2
Some college, including Associate’s degree, ...........cco....... O 3
Bachelor’s degree, Or .......ccovuieiieiiieiiieeiecee e O 4
Some post-graduate work or advanced degree?..................... O s
REFUSED ...ttt o -7
DON’T KNOW ...ttt O -8
D4.  Are you Spanish, Hispanic or Latino?
Y E S e O 1
INO ettt et a 2
REFUSED ...ttt o -7
DON’T KNOW ...ttt O -8

D5.  Whatis your race? [DON’T READ LIST. CHECK ALL THAT APPLY.]

A. White or CauCASIAN, ......ceevveurieeeeeeieeeeeeeeeee e eeeaeeee e O 1
B. Black or African-American,..........ccccceeveeeeeeieeeeeeneeenenenn.. O 1
Co U ASIAN, e O 1
D. American Indian or Alaska Native, Or.......ccccccvvvvveeerinnnns O 1
E. Native Hawaiian or Other Pacific Islander? .................... O 1
F. OTHER (SPECIFY: ) O O 1
REFUSED .....ooiiiiiiie e o -7
DON’T KNOW .. .ottt O -8

D6.  Where is your home located? Would you say...

IN @ CILY,uiiieieiicieeieeeeeee e O 1
In a Suburban Area, Or.........cccveeeeeiiiieiecieee e O 2
In a RUral area? ........c.cooveeueeeeeieeeeeeeeeeeeeeeee e O 3
REFUSED ..o o -7
DON T KNOW ..ottt O -8
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D7.  What is your home zip code?

HOME ZIP CODE......cccoiiiiiiiiieieceeeeeeeeeeeeeee [ T R
REFUSED ...ttt o -7
DON’T KNOW ..ottt O -8

D8.  We’d like to ask about the persons who live in this household. Does anyone else live with
you in this household?

YES oo e e s eren O 1[GOTO Q.DY.]

NO et e e e s e s s ee s ees e eese e s ees e eeee O 2[GOTO Q.D11.]
REFUSED ..o eeee e esee s eesen O -7[GO TO Q.D11.]
DON T KNOW ..o eeeeeeseeeeseessseeessseeeeseessesee O -8 [GO TO Q.D11.]

D9. Doyou...

Yes No RF DK
. . o
A. Live with your spouse? O1 O2 O-7 0O-8

. . . 0
B. Live with your children? 01 O2 O 0O-8

) ) 0
C. Live with other relatives? 01 O2 O 0O-8

) : ) o
D. Live with non-relatives? 01 O2 O.7 [O0-8

D10. Including yourself, how many people live in your household?

NUMBER OF HOUSEHOLD MEMBERS ...........cccoovvucen.... L
REFUSED......voooooeeeoeeeeeeeeseeeeeeeeee e o -7
DON’T KNOW....oooooeeeeeeeeeeeeeeeeeeeeeseeseeeeeeeee e e O -8

D11. What is your marital status? Would you say you are...

NOW MATTIEA, ..evveeeeeeeeee et eee e eeeee e O
WIAOWE, ... O
DAVOICEA, ..ot e e O
Separated, OF ......cccoveririiiiiiieieneeeeeeee e O
O
O
O

[ T NSO I NS I

NEVET MAITIEA? e eeeeeeeens
REFUSED ..o e e ee et eeeeeaeeaeeeenaaeaes
DONT KNOW ..ottt ae e
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Thinking about the total combined income from all sources for all persons in this
household, was your total household annual income for the past 12 months $20,000 or
less or more than $20,000?

[IF NEEDED: Including income from jobs, Social Security, retirement income,
public assistance, and all other sources.]

$20,000 OR LESS, OR ....ccooiiiiiiiniiinicieeceeneseeeeee O 1[GOTOQ.D13.]
MORE THAN $20,000 ....c..ccoeimiiiiniiieineneeeeneneeeeeenes O 2[GOTO Q.D14.]
REFUSED ..ot O -7 [GO TO CLOSE]
DON’T KNOW ..ottt O -8 [GO TO CLOSE]

Which category best describes your total household annual income for the last 12
months? Would you say...

$10,000 OF 1ESS, ..vvveeeeeieeieeeeee e O 1
$10,001-815,000, OF ....eoeiiieeieeeeiieeeeeeeeee e o 2
$15,001 = $20,0007 ....oeeiiiiieeeeeeeee e O 3
REFUSED ...t o -7
DON’T KNOW. ...ooooiiiiiiiiiiiiieeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeveaeaes O -8

Which category best describes your total household annual income for the last 12
months? Would you say...

$20,001 = $25,000, ...eeviiiiiieiieeeeeeee e O 1
$25,001 = $30,000, ...evvieeeiieeieeeieeeee e O 2
$30,001-835,000, .....evveeiiiieiiee e O 3
$35,001 - $40,000, OF ...ooovviiieiieeiieeeieeeeee e O 4
OVEr $40,0007.......ccee ettt O s
REFUSED ...t o -7
DON’T KNOW. ..o O -8
RECORD TIME INTERVIEW ENDED: AM /PM
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CLOSE: Thank you very much for your time and cooperation. Your responses have been very
helpful to us.

Would you like us to send you information on services available to caregivers?

YES O 1 [GO TO ADDRESS]
NO e e O 2 [END INTERVIEW]
REFUSED ...ttt O -7 [END INTERVIEW]
DON’T KNOW ..ottt O -8 [END INTERVIEW]

[IF YES: GET NAME AND ADDRESS FOR SENDING INFORMATION.]

ADDRESS: Can I have your name and address, please?

First Name Last Name
Street Number Street Address
City State Zip Code

INTERVIEWER NOTE: GET INFORMATION ON CAREGIVERS REQUIRING
ASSISTANCE. TEAR OUT THIS PAGE OF THE QUESTIONNAIRE AND PASS THE
NAMES ON TO YOUR SUPERVISOR
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