POMP 4 CAREGIVER SUPPORT AND SATISFACTION SURVEY
MAIL SURVEY

April 21, 2003

Thank you for your participation in this very important study. The results will be used to better
understand the needs of caregivers. All of your responses will be kept strictly confidential. No
one's answers will be identified with their name, and your eligibility for service will in no way be
affected by any answers you provide.

Please check the appropriate response category or writein your response where necessary.

What is today’ s date? L L /L 1/]_| | (month/day/year)

1) What is your relationship to the person you are providing care for? Are you hisor her ...

[ TS o S 01
LA L= 02
S0 RS TSPRPRPRR O3
= 1| = SRS 4
= 111 P 05
IMIOLNEN ...ttt 06
BIONES . et a7
S (. S USRS 8
(©107c g £ = ()= USSR 09

[Not a relative mentioned above]

(SPECIFY: )
Friend or NEBIGNDOT.........ccooii e J10
y AN 31010 T= o= =0 o [ 011

[Not a relative, friend, or neighbor]

(SPECIFY: )

2) Do you live in the same house with the person you are providing care for?

YeS(SKIPtO QUESHION 3) ..ottt 01
o T TSSO PP SR PP UPSPRPPI 02

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

Lessthan 20 MINUEES BWEY ........coouereerierrieniesieeie e seesee e seesessseesseseesseseas 01
Between 20 and 60 MIiNUEES BWAY...........cevereeriererierieseseeeeeeee e 02
Between 1 and 2 NOUIrS @Way.........cceevueeiieeiesieeie et 03
More than tWO NOUIS @WEY.........cccereerieeienie et 4
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3) Belowisalist of severa activities that some people need help with. Please indicate if you
have helped the person you are providing care for with any of these in the past month:

(Check all that apply.) Haveyou...

A. Helped him/her dress, eat, bathe, or get to the bathroom? ..., 01
B. Helped with medical needs such as taking medicine or changing bandages? ......... 01
C. Helped him/her keep track of bills, checks, or other financial matters? ................. 01
D. Helped by preparing meals, doing laundry, or cleaning the house? ........................ 01
E. Helped by taking him/her shopping or to the doctor’s office? ........ccoovvevviiriennene. o1
F. Helped to coordinale Care OF SENVICES ......oiveieerieeeerieeieseeesieeee e ste e e sae e sneeeas 01
G. Offered telephone reassurance or other regular CONtact ...........cccevveeceeiieccieesieenn, 01
-OR -

H. NONEOFf the@DOVE ..o e 01

IF "NONE OF THE ABOVE": What kind of care do you provide for the person you are
providing care for? (If you don't provide any kind of care for this person, write
"NONE.")

NOTE: IF YOU DON’T PROVIDE CARE OF ANY KIND FOR THISPERSON, PLEASE
DO NOT ANSWER ANY OTHER QUESTIONS.

PLEASE MAIL THIS QUESTIONNAIRE BACK TO [AGENCY NAME] IN THE
ENVELOPE PROVIDED.

THANK YOU VERY MUCH FOR YOUR TIME AND COOPERATION.
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On this page are some questions about the services that you and/or the person you are providing care for are receiving from [AGENCY'S
NAME] and/or other agencies. We are interested in your experiences with services during the last 6 months.

Please complete each row for each service type, before moving onto next row. Place a CHECKMARK (v') in the appropriate box.
Indicateif either you (the caregiver) or the person to whom you provide care (the client) received the indicated service.

(Y =Yes, N=No, DK = Don’t know)

If YES, please answer Part B, " Who receives this service?" (CG = Caregiver)

Follow with Part C, a rating of each service.

Do thisfor each service type.

A. Do you or the person you are providing care for receive the following B. Who receives | C. How would you rate the quality of this
service? this service? service?

Very
Y| N | DK | Client| CG Both |Excellent| Good | Good Fair Poor DK

4) In-Home Respite Care Services

5) Adult Daycare (Center-provided daycare)

6) Case Management

7) Homemaker Service

8) Home Hedth Aide

9) Home Ddlivered Meals

10) Chore Service

11) Transportation Service (includes Assisted Transportation)

12) Information about services

13) Assistance with access to services

14) Individual Caregiver Counseling

15) Caregiver Training or Education

16) Caregiver Support Groups

17) Other services or assistance (not listed above)
A. SPECIFY:

B. SPECIFY:
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18) In addition to the kinds or amounts of services that you and/or the person you are providing
care for are now receiving, what additional or new kinds of help would be valuable to you as
acaregiver? (Read list and check all that apply.)

A. Help With NOUSEKEEDING ...ccuveeiiecee e 01
B. HElp With SNOPPING ..o e 01
C. Help with transportation, getting PlaCES ........ccceveeieriere e 01
D. Help With MaKing MEAIS ......cocviiiieiiecece e 01
E. Help with bathing, dressing, grooming, toileting, feeding, other persona care ...... 01
F. Help with medicines (administering medicine, monitoring side effects, etc.).......... 01
G Hep with getting other family members involved in caring for the person you are
[S1£02Vi T [TgTo o= {o] USRS 01
H. Financial support, tax break, stipend, government subsidy .........cccccccevvrerenerennene. 01
I. In-home respite care for the person you are providing care for..........cccccevveveecnenee. 01
J. Adult daycare for the person you are providing care for .........cccovevvvevieiceciieinens 01
K. Money management assistance or financial adViCe ...........cccoceroerieicnenenesesesine 01
L. Other (SPECIFY: ) 01
-OR -
M. No additional help NEEAE ..o e 01

19) 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.)

A. A help line (or centra place to call to find out what kind of help is available/where

L0 0 1= | ) USSR 01
B. Someone to talk to/counseling Services/SUPPOIt GrOUP .....ooeervereerierreereesieseeseeseeseesees 01
C. Information about [CLIENTS NAME]’s condition or diSability ..........ccccveiinininieniennns 01
D. Information about changes in laws that might affect your situation ............ccccceevvneee. 01
E. Hep in understanding how to select a nursing home/group home/other care facility ...1 1
F. Help in understanding how to pay for nursing homes, adult day care, or other services L1 1
G. Help in dealing with agencies (bureaucracies) to get SErVICES .......cccevveceeveerieeiieseeneens 01
H. Other (SPECIFY: ) e 01
-OR -
I. No additiona information NEEdEd ...........ccevieiiiieriere e e e 01

Next, we'd like to ask you some overall questions about these services that you or the person you
are providing care for are receiving from [AGENCY'SNAME and/or other agencies.

20) Overdll, how satisfied are you with the services that you and/or the person you are providing
care for receives? Would you say...

VEIY SAISIEU 1vvvvvvvererrerreeeeeseeeeeseessssssesessessssssessssssssssesseessesssssssssssesssssssessesesssesseesesees 01
SOMEWNGL SAISFIEU ....veeeeeeeeerereeeeseeeeeeeeeeeseeeseeeeseeesesesssesssseeseeeeeessessssseeeeseeeesesssess 02
SOMEWNGL BISSAISHEU...v..eecvveverereeeeseeeeeeseseesseeeeeeeseesseseesssseseseeeessessssseeseeeeeesesseeee 03
YL AR 1 (TS IO 04
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21) To what extent do the services that you and/or the person you are providing care for receive
help you to be a better caregiver? Would you say ...

They DEIP @10L...... oo 01
They NEIP AT ..o s 02
LIS,V (0] 1 1 RSSO 03
They Make thiNGS WOISE ........ooeiiicece et sre e 4

22) Have the services enabled you to provide care for this person for alonger time than would
have been possible without these services? Would you say ...

Y ES, AEFINITEY ..ottt s be e reeae e O1
= IR 1 0= o 1 02
NN Lo I (o g o 1 1 o TSR O3
NO, dEfINITEIY NOL ..o e s e e esare e 4

23) How have the services that you have received — or that have been received by the person you
are providing care for — affected you and your caregiving tasks?

Next, we are interested in your experiences as a caregiver for the person you are providing care
for.

24) Do any agencies, family members or friends help you get time off or relief from the
responsibility of caring for the person you are providing care for?

D =TSSR 01
NO (SKip to QUESHION 25).....ccuieiieiiieiiie et cte et re e aeesneesnneens 02

24A)  About how many times per month does someone el se take over for you?

L1 [ | (number of times)

24B) When someone else takes over, about how many hours of time off do you usually
get?

L[| (number of hours)
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24C) Isthis enough relief for you?

24D) How many more hours per month of time off or relief do you need?
|| | (number of hours per month)

25) How many other family members or friends provide unpaid care for the person you are
providing care for?

|| (number of family members) (If zero, skip to Question 27)

26) Thinking about al the family members or friends who provide unpaid care for the person you
are providing care for, what proportion of the care do you provide? Would you say . . .

A T et rerenen 01
More than a little (but less than one-half) ... a2
Y oo 11 B 0 S O3
More than one- haf (but not nearly all) ..o 4
NEATY l1 ... ettt nrenne e as5
L S 06

27) On atypica 24- hou weekday, how many hours do you provide care for the person you are
providing care for in person? [Weekdays are Monday through Friday]

|| (number of hours/day)

28) On atypical 24- hour weekend day, how many hours do you provide care for the person you
are providing care for in person? [Weekend days are Saturday and Sunday]

|| (number of hours/day)

29) What is your current employment status?

Working full time (SKip t0 QUESIION 31)......ccvviuereeieeeerieeie s see e see e sne e 01
Working part time (Skip t0 QUESEION 31)......ccccveiieeeiieiie et 02
G (L= o SR a3
NOEWOFKING .ttt sttt sn b e 4

30) Were you working when you started providing care for the person you are providing care for?

Yes
NO (SKipto QUESHION 32).....ccviiiiiiiiieiie ettt e e aeesneesnreens 02
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31) Because of providing care for the person you are caring for, have you:
(Check YES or NO.)

YES NO

FANRIES 000 =0 VLYo (] oo TR SRS 01 02

B. REIEd @AY ..o e o1 0Oz

C. Takenalessdemanding jOD .......ccccceevvriiicie s 01 0Oz

D. Changed from full time to part-time work ..........ccccecveviecieeven e 01 02

E. Reduced your official working hours ... o1 0Oz

F. Lost some of your employment fringe benefits .........cccoovvevininciennne 01 0O2

G. Had time conflicts between working and caregiving .........cccccceevevveeneene. O1 02

H. Used your vacation time to provide Care .........ccoceceeveeneninseenescieseeeens 01 0O2

|. Taken aleave of absenceto provide Care ........c.cccevvvieeneneneseseseene 01 0O2

0 IS = (o 20 11 o o SRS 01 0Oz

K. Because of providing care for the person you are providing care for, did you work less
than your norma number of hours last month? ..o, 01 0O2

K1 (IF KisYES))
How many hours of work did you miss last month?

[ | | (number of hours missed last month)

L. Hascaring for the person you are providing care for affected your work

FaIE= 0 V0107 G- YA 01 0Oz
L1. (IFLIisSYES:) How has caring for the person you are providing care for
affected your work?
-OR -
M. NONE Of the @OV ........ooiieeie s o1 Oz
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Please indicate how frequently each of the following happens. Please select one of these six
responses. (1) Always or Nearly Always, (2) Quite Frequently, (3) Sometimes, (4) Rarely, (5)
Never, or (6) Not Applicable N/A.

Always

or

Nearly Quite Some-

Always  Frequently times Rarely Never  N/A
32) How often does being a caregiver for this

person provide companionship for you?

Would you say 01 a2 O3 04 0O5 0O6
33) How often does being a caregiver provide
you with a sense of accomplishment? 01 02 O3 04 0O5 06

34) How often does providing care for the
person you are providing care for give
you the satisfaction of caring for O1 02 03 04 0O5 06
someone who cared for you?

35) Asacaregiver, how often do youfeel that
you are helping your family by caring for
the person you are providing care for? O1 02 03 04 0O5 06
Would you say ...

36) How often do you feel that the person
you are providing care for appreciates the O1 02 03 04 0O5 06
care that you are providing for them?

37) Does providing care for the person you are caring for have any other positive benefits or
rewards for you?

37A) (IF YES) Please describe:
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38) Inyour experience as a caregiver, what would you say is the most positive aspect of
caregiving? (Check only one.) Would you say ...

COMPANTONSNIP .. b et b e e sbe e b e
A sense of aCCOMPLISNIMENT ........ccoiii e
Caring for someone WhO Cared fOr YOU.........cooerieriirerie e
HEIPING YOUP TAMITY ...
BEING GPPIECIALEA. .......ee ettt st reenes
Other (SPECIFY: ) ettt
N[0 TSRO PRPTRR

Please indicate how frequently each of the following happens: Please select one of these six
responses. (1) Always or Nearly Always, (2) Quite Frequently, (3) Sometimes, (4) Rarely, (5)

Never, or (6) Not Applicable.
Always
or
Nearly Quite Some-

Always  Frequently times Rarely Never

39) How often does providing care for the

person you are providing care for create a 01 02 . Oa
financial burden for you? Would you 3
40) How often does caregiving leave you 01 02 03 04

with not enough time for yourself?

41) How often does caregiving leave you
with not enough time for the rest of your 01 02 o3 04
family (or your family)?

42) 1f you are working, how often does
caring for the person you are providing 01 02 o3 04
care for interfere with your work?

43) How often does caring for the person you
are providing care for affect your
relationships with the rest of your family 01 02 o3 04
(or your family) in a negative way?
Would you say ...

44) How often does caregiving interfere with 01 2 03 04
your persona needs for privacy?

45) How often does caregiving create 01 02 03 04
problems in your social life?

46) How often does caregiving create stress 01 02 03 O4
for you?

N/A
o5 06
o5 06
o5 06
O5 06
O5 06
o5 06
O5 06
O5 06
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47) Does providing care for the person you are caring for have any other neggtive effects or
burdens for you?

47A) (IF YES) Please describe:

48) Which of the following has been the biggest difficulty you have faced in caring for the person
you are providing care for? (Check only one.)

The fiNanCial DUIAEN ..........oooeeeeee e nne e 01
Not enough time fOr YOUrSEIT ..........oov i 2
Not enough time for your family ... 03
INtErferes With YOUr WOTK..........coviiiieeeeere e e 04
Affects your family relationShips........cccveieiieieciece e 05
INterferes With YOUr PriVaCY........ccocceeiee it 16
Conflicts with your SOCIAl TIT@.......c.oiiiiie e 07
CIEALES SITESS.....c.eeeeterte ettt b ettt e et e s be s b e bt b e bt et et e s e e e naesaesbenreas 08
Other (SPECIFY: ) ettt R)
N[0T TSRO R UUPRPROPRPIN ] 10

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

49) Arethere any other persons for whom you provide care, such as children, parents, etc.?

50) (IF YES) Who are those people? (Check all that apply)

A, HUSDANA OF WITE ... e 01
B. SON(S) OF ABUGNEEN(S) ..eeveeueeieieie st 01
C.o FANEY e 01
D 2 Y/ o 1 = SRR 01
E. Brother(S) OF SISLEI(S) ..veerveeeereerieriesieesiesiesieesie e sieesre st sre e s sre e sneeneas 01
F. Grandson(s) or granddaughter(S) .......c.eeeeeeieerienenenesesie s 01
G. Other relative(s) not mentioned abDOVE..........c.ccceevveveieerece e 01
H. Friend(s) or NEIGNDOI(S) ...ccccooeeiieieiiereee e 01
|. Other persons not mentioned above (SPECIFY: ) R 01
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51) Not counting the person you are providing care for, how many other persons are you caring
for?

L1 | (number)

52) 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 the person you are providing care for?

D L=< TSRS OPR TR 01
N (OIS (] R (o @ U L= 1 o < ) S 02

52A) (IF YES) What isthat problem, condition, or disability?

53) Have your caregiving activities created or worsened any of these problems, conditions, or
disabilities?

D (=T TSRS PR PR 01
NO (SKip t0 QUESLION 54)......eieiiiiiieriesieeie ettt 02

53A) (IF YES) How have your caregiving activities created or worsened these problems,
conditions, or disabilities?

54) How long have you been caring for the person you are providing care for?

| | |Months | | |Years

55) What is the age of the person you are providing care for?

LI | [Years
56) What is the gender of the person you are providing care for?
Y= =SSP 01
[ 7= R TRPR 02
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DEMOGRAPHIC INFORMATION

Finally, could you please tell us a bit about yourself? Like al of your other answers, all of this
information will be kept strictly confidential.

D1) What is your gender?

D2) What isyour age?

L [ [(years)

D3) What isyour highest educational level?
Less than High School DIplOma .........ccoeiiiiiiiiceeere e 01
[ TTo [ TSox o o) DT o] o o= S 02
Some college, including ASSOCIAEE AEJIEL .......ccovveveeiveeiie e 03
BaChEIOr' S DEOIEE ..ot 04
Some post-graduate work or advanced degree ..........ccoeverevenereneeieerese s as5

D4) Areyou Spanish, Hispanic, or Latino?

D5) What is your race? (Check all that apply.)

AL WHITE OF CAUCBSIAN .....vveieiiieiieeeeieie e e sitee e e s eiate e e s e st e eesssssaaeessssreeessssbesesssasseesssanns O1
B. Black or AfriCan AMENICAN .....coocveiiiiiecitee ettt seba e sre e O1
(O = - o O1
D. American Indian or Alaskan NaLIVE ........ccoeiveiiiiiiiiiiee e O1
E. Native Hawaiian or Other Pacific Sander ........cccooecveeecveeccciie e O1
F. Other (Specify: )R 01

D6) Where is your home located?

L= Y O 1 TSRS P PO 01
IN@SUDUIDAN @IAL......eeeeeeeee et e e e e e e e e e e e e e e e e e e e eeeeenaeeens 02
[N @ RUIBI GIEA..... e ssssnsnsnsnsms s snsmnnsmsnsnsnnnnnnnnnn a3

D7) What isyour homezipcode? | | | | | |
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D8) We'd like to ask about the persons who live in this household. Does anyone else live with
you in this household?

= R S 01
NO (SKipto QUESLION D1L).....ccoeieieiicie et 02

D9) Doyou. .. YES NO
A. Live WIth YOUI SPOUSE? ......ooiiiiiiiiieeiesiesiee et s O1 0O2
B. Livewith your Children? ..o 01 0Oz
C. Livewith other redaliVeS? .......ccoveeieee e 01 0Oz
D. LiveWith NON FElatiVES? ......c.coociieiiececcee et O1 0O2

D10) Including yourself, how many people live in your household? [ |

D11) What isyour marital status?

N[0T A 4= = o [ O1
LTAT A0 (0 LY=o IR 02
[ 1RV 0] (o= o R O3
S 0T = <o S 04
L= g 407 A= o R 05

D12) Thinking about the total combined income from all sources for al personsin this household,
was your total household annual income during the year 2002 above or below $20,000?

Below $20,000 [GO t0 QUESEION D13]...c.ceiiiieierieniesieeeeieeeeie e see e O1
Above $20,000 [Skip to QUESLION D14] .......ccceiieeierieere e 02

[Include income from jobs, Social Security, retirement income, public assistance, and all other
sources.

D13) Which category best describes your total household annual income during the year 20027

BLO,000 OF LESS ..ot e e e e e e e e e e e e e e e e e e e e e e e e e eaeeaaanns O1
$10,001 £0 BL5,000 ... et e e e e e e e e e e e e e a2
$15,001 £0 B20,000 ...coeeeeeeeeeeeeeee e e e e e e ————————————— O3

[SKIP TO END OF THE QUESTIONNAIRE]
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D14) Which category best describes your total household annual income during the year 20027

$20,001 0 $25,000 ......eviiiiieiiiiirie et sb e e aaaee e O1
$25,001 t0 $30,000 .....oeviiiiiieietie e sb e e araee e 02
$30,001 10 $35,000 ...cevieieeiirieiree et s e e s e be e aaeas O3
$35,001 t0 $A0,000 ....vviiiiiieeiiie et eb e e aaaee e O4
OVEN $A0,000 ..ottt e st e s e e s ba e s s be e s sabe e s sabe e e sabeessabeesnes a5

PLEASE MAIL THIS QUESTIONNAIRE BACK TO [AGENCY NAME] IN THE ENVELOPE
PROVIDED.

Thank you very much for your time and cooperation. Your responses will be very helpful to
us.
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