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Appendix A: Full Questionnaire

A. INTRO

Hello. My name is and | am an interviewer with National Research. We are conducting a
public opinion survey about important issues facing us today. We are not selling anything or
raising money. The survey is completely confidential.

May | please speak to the person 18 years old or older in your household who had a birthday
most recently? [IF NECESSARY ARRANGE FOR A CALL BACK AND RECORD DATE AND TIME.
REPEAT INTRO. AS NECESSARY]

[IF NEEDED REASSURE RESPONDENT: This research company will never try to sell you anything]
[IF ASK: The survey takes about 20 minutes]

B. SCREEN

SCla. Inthe last 12 months, has anyone in your household provided unpaid care to a relative or
friend 18 years or older to help them take care of themselves? Unpaid care may include
help with personal needs or household chores. It might be managing a person's finances,
arranging for outside services, or visiting regularly to see how they are doing. This person
need not live with you.

[IF YES: Is that you or someone else?]

[IF R. ASKS “DOES GIVING MONEY COUNT?,” ASK: Aside from giving money, do you
provide any other type of unpaid care to help them take care of themselves, such as help

with personal needs, household chores, arranging for outside services, or other things?] [IF
NOTHING OTHER THAN MONEY, CODE “NO”]

Yes -- Person On Phone Is Caregiver .........ccccccceeeviniinnnnnnnnnnnnnns 1
Yes -- Another Person In Household..........ccccoooooiiiiiiiiiniiennieenn, 2
N O ettt et e e e e e e e 3
(VOL) DONTKNOW ...ttt e e e 4
(VOL) REFUSEA ... .ot eeaaaa 5

SC1b. Inthe last 12 months, has anyone in your household given unpaid care to any child under
the age of 18 because of a medical, behavioral, or other condition or disability? This could
include care for ongoing medical conditions or serious short-term ones, emotional or
behavioral problems, or developmental problems, including mental retardation.

[IF YES: Is that you or someone else?]

[IF R. ASKS “DOES GIVING MONEY COUNT?,” ASK: Aside from giving money, do you
provide any other type of unpaid care to help a child who has a medical, behavioral, or
other condition or disability?] [IF NOTHING OTHER THAN MONEY, CODE “NO”]

Yes -- Person On Phone Is Caregiver .........ovveeveeeevieeieeeeeeeeeeenee. 1
Yes -- Another Person In Household............ccccooeiiiiiiiiiiiiees 2
N O e 3
(VOL) DON'T KNOW ...coeeiiiiieiiieiieeeeeeeeeeeeeee ettt 4
(VOL) RETUSEA ... e e e e e 5
AUTOCODE - Not asked (2009 Oversample of 50+) ...........cccueeee. 6
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[TERMINATE IF BOTH SC1a&b ARE DK/REF (SC1a=4 or 5) AND (SC1b=4 or 5).]

This is an important study and to be sure we talk to a variety of people, | need to ask you some
basic questions.
SC2. First, how old were you on your last birthday? [RECORD AGE]
[SKIP TO SC3. TERMINATE IF <18.]
(VOL) DON'TKNOW ... 998
(VOL) REFUSE ... .ot 999

SC2b. [IF DON'T KNOW/REFUSED (SC2=998 or 999)] Well are you... [READ LIST]

R 3 (o T2 S 1
2D 10 B e 2
BE H0 4. e 3
AB 0 B 4
LTS3 (0 T G SN 5
(SIS (2 T o | 6
430 ] o] [0 (=T o 7
(VOL) DON'T KNMOW ...ttt ettt 8 [TERMINATE]
(VOL) REFUSEA ...t 9 [TERMINATE]

SC3. Are you of Hispanic origin or background?

Y S e 1
Lo 2
(VOL) DONTKNOW ...ttt e e e 3
(VOL) REUSEA ... .ot 4

SC4. Would you say you are White, Black or African American, Asian or Pacific Islander, or
something else? [ALLOW MULTIPLE RESPONSE]

[IF HISPANIC, PROMPT:] I've recorded your Hispanic ethnicity. This question asks your
race. [REPEAT QUESTION]

RTA (R 1
BIACK ...ttt 2
F NI T= o PR 3
Other [SPECIFY T eeeeeeeeeee oottt 4
(VOL) DON't KNOW ...ttt e e 5 [TERMINATE]
(VOL) REFUSEA ...ttt 6 [TERMINATE]

SC5. RECORD GENDER, DO NOT ASK
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SC6.

SC7.

SC8.

SCo.

SC1o0.

SC11.

How many people, including children, live in the household?
[INTERVIEWER NOTE: Count should include the respondent.]
[RECORD NUMBER]

LIVES GIONE ... et 1 [SKIP TO CHECKPOINT]
(VOL) DON'EKNOW ... 98 [TERMINATE]
(VOL) REfUSE ... 99 [TERMINATE]

Are you the person in the household who owns or rents the residence?
[WE WANT THE PERSON WHO PAYS THE MORTGAGE OR WHOSE NAME IS ON THE
LEASE]

D =S 1

Lo 2 [SKIP TO SC9]
(VOL) DONTKNOW <..ooeiiiiiii et 3 [TERMINATE]
(VOL) REfUSEA ... 4 [TERMINATE]

[IF HOUSEHOLDER (SC7=1)] Are you related by marriage, blood, or adoption to
anyone in the household?

Y O ettt 1 [SKIP TO CHECKPOINT]
NO ettt 2 [SKIP TO CHECKPOINT]
(VOL) DON'tKNOW ..ot 3 [TERMINATE]
(VOL) REFUSEA ... 4 [TERMINATE]

Thinking about the person who owns or rents the house, please tell me, is that person
related to anyone in the household by marriage, blood, or adoption?

[IF MORE THAN ONE PERSON OWNS/RENTS, WE WANT THE PERSON WHO PAYS THE
MORTGAGE OR WHOSE NAME IS ON THE LEASE]

Y S ittt 1

[0 PP U UPPPRTRUPRIN 2

(VOL) DON'T KNOW ..ceeiiiiiiiiiiiiiiieieeeieeeeeeeeeee ettt eeeeeeeennees 3 [TERMINATE]
(VOL) REFUSEA ....oveeeieeee ettt 4 [TERMINATE]
Thinking about the person who owns or rents the house, please tell me how old they

are? [PROMPT: Your best estimate is fine]

[RECORD AGE; ALLOW ANY AGE]

97 OF OlAEY .. 97

(VOL) DON'TKNOW ...ttt 98 [TERMINATE]
(VOL) REUSEA ......veveeeeeieeceecte ettt 99 [TERMINATE]
As far as you know, is the person of Hispanic origin or background?

Y S it 1

N[ TP 2

(VOL) DONTKNOW ...t e e e eeaaee 3

(VOL) REUSEA ... .ot 4
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SC12. Would you say they are White, Black or African American, Asian or Pacific Islander, or
something else? [ALLOW MULTIPLE RESPONSE]

[IF HISPANIC, PROMPT:] I've recorded their Hispanic ethnicity. This question asks their
race. [REPEAT QUESTION]

RTA 1 (T 1
= Tox 2
XS F= 1 o 3
OthEr [SPECIFY T ueioeeeeeeee oottt 4
(VOL) DONM't KNOW ...t 5 [TERMINATE]
(VOL) REfUSEA ... oot e e 6 [TERMINATE]
CHECKPOINT:
IF NO CAREGIVER IN SC1 (SC1a=3, 4, OR 5) AND (SC1b=3, 4, OR 5): TERMINATE AS “NO
CAREGIVER”.

IF HISPANIC SAMPLE AND:
IF RIS HH & NOT HISPANIC ((SC6=1 OR SC7=1) AND SC3=2,3,4) OR HH IS NOT HISP
(SC11=2,3,4): TERMINATE AS “NON-HISP HH”.

IF AFRICAN-AMERICAN SAMPLE AND:
IF RIS HH & NOT AA (((SC6=1 OR SC7=1) AND (SC4m1#2 AND SC4m2#2 AND SC4m3#2..etc))
OR HH IS NOT AA (SC12m1#2 AND SC12m2#2 AND SC12m3#2...etc): TERMINATE AS “NON-
BLACK HH”.

IF ASIAN SAMPLE AND:
IF RIS HH & NOT ASIAN (((SC6=1 OR SC7=1) AND (SC4m1#3 AND SC4m2#¥3 AND
SC4m3#3..etc) OR HH IS NOT ASIAN (SC12m1#3 AND SC12m2#3 AND SC12m3#3...etc):
TERMINATE AS “NON-ASIAN HH”.

IF INITIAL RESPONDENT CAREGIVER (SC1a=1 OR SC1b=1): GO TO TEXT BEFORE Q1.

IF INITIAL RESPONDENT NOT CAREGIVER, BUT CAREGIVER IN HH (SC1a=2 AND SC1b#1) OR
(SC1a#¥1 AND SC1b=2): CONTINUE TO SC13.

SC13. May I please speak to the person in your household who is providing unpaid care to [IF
SC1a=2 and SC1b # 2: a relative or friend 18 years or older? /
IF SC1a# 2 and SC1b = 2: a child under the age of 18 because of a medical, behavioral, or
other condition or disability? /
IF SC1a=2 AND SC1b=2: an adult or a child with a medical, behavioral, or some other
condition or disability?
[IF MORE THAN ONE CAREGIVER, ASK TO SPEAK TO THE ONE WITH THE LAST BIRTHDAY]

0= PP 01
Not available [DO NOT GO TO SC14a; THANK & ARRANGE CALLBACK] ............ 09
No/Don’t know/Refused

[DO NOT GO TO SC14a; THANK & CALL BACK TO CONVERT] ........ccovevvvennnee 16
CALLBACK SCREENS:

CB: When would be a good time to call back? [RECORD DATE AND TIME]

CONF: Your appointment is set for [DATE] at [TIME]. Is that correct? [CONFIRM OR
CHANGE DATE AND TIME IF NEEDED]
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INTRO FOR CALLBACK (WHEN CALL BACK SCHEDULED AT SC13)

Hello. My name is and | am an interviewer with National Research. We called you
recently and we were told that someone in your household is providing unpaid care to a relative,
friend, or child. [GO TO SC13 AND ASK FOR THE CAREGIVER. USE THE CAREGIVER’S NAME IF
KNOWN.]

[IF NEEDED]:

We are conducting a survey about caregiving. We are not selling anything or raising money. The
survey is completely confidential.

This research company will never try to sell you anything.
The survey takes about 20 minutes.

CAREGIVER ON PHONE (after having been handed the phone by initial respondent):

SC1l4a. [IF SC1a=2] Hello. We are conducting a survey about caregiving. Just to confirm...

At any time in the last 12 months, including now, have you provided unpaid care to a
relative or friend 18 years or older to help them take care of themselves?

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

0 T 1
L0 2
(VOL) DONTKNOW ...ttt 3
Y0 ]I T = {1 1= = o 4

SC14b. [IF SC1b = 2] [SHOW IF SC14a=SKIP: Hello. We are conducting a survey about caregiving.
Just to confirm... ]

At any time in the last 12 months, including now, have you provided unpaid care to any
child under the age of 18 because of a medical, behavioral, or other condition or disability?

This could include care for ongoing medical conditions or serious short-term ones;
emotional or behavioral problems; or developmental problems, including mental retardation.
(sentence removed)

Y S ettt ettt e b a e ettt e b a et e e ee e a e 1
N[ PP PP PPPPTPTRR 2
LYo ] I T T o B A g o P 3
V0] I T = {1 L= = o 4
AUTOCODE - Not asked (2009 Oversample of 50+) ........cccccceeeeiieeerrennnns 5

IF SC14a=1 or SC14b=1, SKIP TO SC15.
ELSE, ASK SC14c.

SC14c. Is there someone else in your household who is a caregiver?

Y S ettt ettt ettt ettt 1 [SKIP BACK TO SC13]
NO ottt ettt ettt ettt ettt ettt ettt ettt ettt et 2 [TERMINATE]
(VOL) DON't KNOW ...ttt 3 [TERMINATE]
(VOL) REFUSEA ...ttt eeeeees 4 [TERMINATE]
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SC15. Just to be sure | speak to people of all ages, how old were you on your last birthday?
[RECORD AGE; SKIP TO SC17. TERMINATE IF <18 YEARS OLD.]

(VOL) DON'TKNOW ... 998
(VOL) REFUSEA ... .ot 999

SC16. [IF DON'T KNOW/REFUSED (SC15=98 or 99)] Well are you... [READ LIST]

RS 3 (o T ST 1
2D 10 B e 2
BE H0 4. 3
I (0 T L 4
LTS3 (o TS S 5
(ST 3N (o T T o | 6
430 ] o] [0 1= 7
(VOL) DONTKNOW ...ttt eas e 8 [TERMINATE]
(VOL) REUSEA ......vvveeeeeeecee ettt 9 [TERMINATE]

SC17. Are you of Hispanic origin or background?

Y S it 1
N[ TR 2
(VOL) DONTKNOW ...ttt e e e 3
(V0] I T L= {1 1= = o 4

SC18. Would you say you are White, Black or African American, Asian or Pacific Islander, or
something else? [ALLOW MULTIPLE RESPONSE]

[IF HISPANIC, PROMPT:] I've recorded your Hispanic ethnicity. This question asks your
race. [REPEAT QUESTION]

RTAY 1 (TR 1
[ = Tox 2
XS F= 1 o 3
OthEr [SPECIFY T eueioeeeeeeee oottt 4
(VOL) DOM'tKNOW ...t 5 [TERMINATE]
(VOL) REUSEA ... .ot 6 [TERMINATE]

SC19. RECORD GENDER; DO NOT ASK
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ALL CAREGIVERS:

C. CHARACTERISTICS OF THE RELATIONSHIP

This survey is part of an important national study conducted by the National Alliance for
Caregiving and A-A-R-P. We really appreciate your participation.

[IF HELPFUL, INTERVIEWER MAY TELL RESPONDENT] This is a national survey, and
although individual answers are confidential, the results from the overall survey will be
published.

1. Are you currently providing unpaid help to a relative, friend, or child, or, was this
something you did in the past 12 months but are no longer doing?

[IF BOTH CURRENT AND PAST, CODE “CURRENTLY” AND SAY:] Let's talk about
whomever you are currently providing care for.

CUITENEIY ..o 1
Past 12 MONENS ....uue e 2
(VOL) DONTKNOW.....ciiiiiiiiiiiee ettt e 3
(VOL) REfUSEd.......oeeiiiiieeiieeieee e 4

WORDING NOTE 1:
IF CURRENTLY (Q1=1): USE PRESENT TENSE, first verb in {BRACKETS}
IF PAST 12 MONTHS (Q2=2, 3, or 4): USE PAST TENSE, second verb in {BRACKETS}

2. How many people, including adults and children {do you provide this care for? / did you
provide this care for in the past 12 months?} [RECORD NUMBER]
[ALLOW 0-97; TERMINATE IF 0]

(VOL) DON'T KNOW.....eiieiiiiiiiiiiie et 98 [TERMINATE]
(VOL) REFUSEA ......oeiiiieiiiiie e 99 [TERMINATE]

FOR THE FEW RESPONDENTS WHO SAY THEY ARE CAREGIVERS TO 5+ PEOPLE, WE WILL
DOUBLE CHECK THAT THEY ARE TRULY CAREGIVERS - THEY CAN'T BE IN AN INSTITUTIONAL
SETTING AND THEY MUST BE CARING FOR RECIPIENTS WHO DO HAVE SPECIAL NEEDS.

3. [IF Q2 >= 5] {Are/were} all of these people together in an institutional or group setting like
nursing care or day care or a school where you work or volunteer?

4, [IF Q2 >= 5] | need to understand whether this {is/was} care for some kind of special
needs, or whether this {is/was} normal care one would expect for average, healthy
people. How many of the people you help care for {have/had} some sort of special need
that {is/was} the reason for their care? All of them, some of them, or none of them?

All [SKIP TO TEXT AFTER Q2B] ........ccoovviiiieiieeeeeeeeiee e, 1
Yo g L cT0 T 0 I e ] = 2
None [TERMINATE] ......cccooviiiiiii i e e e e e e e 3

(VOL) Don't KNow [TERMINATE] ......cvoveveveiereeeseeeereseeeeeeeenennes 4
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2b. How many people, including adults and children {do you provide this care for? / did you
provide this care for in the past 12 months?} [RECORD NUMBER]
[ALLOW 0-97; TERMINATE IF 0]

(VOL) DON't KNOW.... ettt eeeeee et eeseeeeeeeeesen s eaeeeeeeenen 98 [TERMINATE]
(VOL) REFUSEA ..ottt 99 [TERMINATE]

[IF ONE PERSON (Q2=1): Now, I'd like to ask you some questions about the person for whom
you {provide/provided} care.]

[IF MORE THAN ONE (Q2=2 thru 97): Let’s focus on the person for whom you {provide/provided}
the most assistance.]

5. How old {is/was} that person? [PROMPT: Your best estimate is fine]
[RECORD AGE IN YEARS, SKIP TO C1.]
Lessthan L year Old.......ccooooooeoiiiieeeeee e 000 [SKIP TO C1]
(VOL) DON'TKNOW ..o 998
(VOL) REfUSEA ... e 999

6. [IF DK/REF (Q5=998 or 999), ASK]: Well, {is/was} that person 18 years or older?

D (T TP 1
N O it e aaas 2
(VOL) DON'TKNOW.....cciiiiiiiiei ettt e e e eeees 3 TERMINATE
(VOL) RETUSEA ... e e 4 TERMINATE

Cl. AUTOCODE: TYPE OF CAREGIVER

Adult Care Recipient [IF Q5517 OR Q6=1]...........uuuvmmummmiinniinnnns 1

Child Care Recipient [IF Q5<18 OR Q5=997 OR Q6=2] .................... 2
7. What {is/was} this person’s relationship to you? [PRE-CODED OPEN END. DO NOT READ

LIST]

[AS NEEDED: She/He is your ?]

RELATIVE:

AUNT L 1

BrOther ... 2

Brother-In-Law .......cccoooooiiiiiiiiiii e 3

Companion/Partner........ccoooeeevveeeiiiie e 4

DAUGNLET ... 5

= 11 1 6

Father-In-Law .........ccooiiiiiiiiecie e 7

Granddaughter.........cccccciiiii 8

Grandfather ..., 9

Grandmother ... 10

Grandparent-In-Law ............cccceevvveviiiiiiiiiieeeeeeeeeeee, 11

GrandSON ......uuiii i 12

1Yo} 1 1= 13

Yo i aT=T g [ I 14

NEPNEW ... 15

N L= o 16

S]] (= SR 17

SISter-IN-LaWw ..., 18
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0] 19

SPOUSE ..ttt eeeaaea 20

UNCIE . 21

Other Relative [SPECIFY T 22 [Use "Relative"]
NON-RELATIVE:

Foster Child...........oooiiiii e 23

e 1= T 24

LU T o [ =1 [T 25

NEIGNDOT ... 26

Other NoN-relative .........cccooeie i 27 [Use "care recipient"]
(VOL) DON'TKNOW.....coiiiiiiiii e 28 [Use "care recipient"]
(VOL) REfUSE......cceiiiiiieeie e 29 [Use "care recipient"]

[[FQ7=1,2,3,5,6,7,8,9,10, 12, 13, 14, 15, 16, 17, 18, 19, 22 -> SKIP TO NOTE BEFORE Q10]
[IF Q7 = 4, 22, 23, 24, 25, 26, 27, 28, or 29 > SKIP TO Q9]
[IF Q7 =11 or 20 > CONTINUE TO Q8]

8.

[IF Q7 = 11 or 20]: RECORD GENDER OF THE RESPONDENT’S [Q7 CODE]. DO NOT ASK
UNLESS NEEDED.

Y= 1L TRPTPT 1
[B12] 0 1= 1[I 2
(VOL) DONTKNOW.....ciiiiiiiiiiiee ettt e 3

[IF Q7 =4, 22, 23, 24, 25, 26, 27, 28, OR 29] Would you mind telling me if your [Q7 CODE]
{is/lwas} male or female? RECORD GENDER OF THE RESPONDENT’S [Q7 CODE]. DO
NOT ASK UNLESS NEEDED.

Y= 1[PPI 1
[B12Y 0 1= 11T 2
(VOL) RETUSEA ... .o e e eaees 3

[IF CHILD RECIPIENT (C1=2), SKIP TO Q11.] [IF CARE FOR SPOUSE (Q7=20), AUTOCODE Q10=2
AND SKIP TO Q11.]

10.

11.

{Is your [Q7 CODE] currently/Was your [Q7 CODE]} widowed, married, living with a
partner, separated, divorced, or single — that is never been married?

R TAY AT 0= o 1
IVAITIEA <. 2
Living With @ PartNer .......ccccoooieeiiieieeee e, 3
SEPANALEA ... 4
1Yo ] { o1 5
SINGIE oo, 6
(70 ] I T o] o B B g o P 7
(VOL) RefUSEd ....cooeieeiiieeeeeee e 8

{Does/Did} your [Q7 CODE] live.... [READ LIST]

IN YOUr NOUSENOI. ... ... 1 [SKIP TO Q16]
Within twenty minutes of your home ............oovvvvieiin v, 2
Between twenty minutes and an hour from your home................... 3
A one to two hour drive from your home, Of.........cccccoeeiiiiiiiiciiinnnns 4
More than two NOUrS aWay? .....ccoooeiieei i 5
(VOL) DON'T KNOW .. .ottt e e e 6 [SKIP TO Q14]

(VOL) REfUSEd.......ceeieviiieiieeieee e 7 [SKIP TO Q14]
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12.

13.

14.

14b.

[IF NOT IN HOUSEHOLD (Q11=2 thru 5)] On average, how often {do/did} you visit your [Q7
CODE].....more than once a week, once a week, few times a month, once a month, few
times a year, or less often?

More than ONCE A WEEK ........cuuviieiiiee e 1
ONCE A WEEK et e e st e e e e e e eas 2
Few times a mMONth ......ooouviiii e 3
(@] ToT=Ir- 1 aT0] 011 o P 4
FEW tIMES @ YEAI .ot 5
LESS OftEN e 6
(VOL) DONTKNOW ..ottt eeans 7
(VOL) REfUSEA ....cooviveeeieeeeeee e 8

[IF NOT IN HOUSEHOLD (Q11=2 thru 5)] {Does/Did} your [@7 CODE] live in...[READ
ENTIRE LIST]

HiS Or her OWN hOME .......ooiiii e 1
Someone else’'s home..........ooooi 2
[SHOW IF ADULT RECIPIENT (C1=1)] An independent living
Or retirement COMMUNILY .........uuuuurirriiiireiirirereeree e 3
[SHOW IF ADULT RECIPIENT (C1=1)] In an assisted living
facility where some care may be provided ..........ccccoovvieeiiiiiiiiiinnn e, 4
A nursing care or long-term care facility.........cccooovveeiieiiiii . 5 [SKIP TO Q15]
[SHOW IF CHILD RECIPIENT (C1=2)] A group hOMe ........c.cvoovevveverireeenns 6 [SKIP TO Q15]
[SHOW IF CHILD RECIPIENT (C1=2)] FOSter care........cccooeevevveveerevnnneeennnnnn 7 [SKIP TO Q15]
Or somewhere else? [SPECIFY T e 8
701 I8 T T o B A g o 9
(VOL) REfUSEd ......ooeieiiiiiiieieee e 10

[IF ADULT RECIPIENT (C1=1), ASK]: {Does/Did} your [Q7 CODE] live... [READ ENTIRE
LIST UNLESS “LIVES ALONE”] [MULTIPLE PUNCH]

ALONE e 1
With her/hiS SPOUSE......ci i e 2
With her/his grown Children ..., 3
With other family members ... 4
WIth THENAS . 5
With an aide, housekeeper, or other staff ..........ccccceeviiiiiiiiiiiiiiinns 6
Or with someone else? [SPECIFY | 7
(VOL) DON'T KNOW.......cciiiieiiiieiiee e 8
(VOL) RETUSEA ... ..o e 9

[IF CHILD RECIPIENT (C1=2), ASK]: {Does/Did} your [Q7 CODE] live... [READ LIST]
[MULTIPLE PUNCH]

With his/her parents ..o 1
With other family members ..., 2
WIth fHIENAS ... e e 3
With an aide, housekeeper, or other staff..........ccccccoeeiviiiiiiiinn. 4
Or with someone else? [SPECIFY | TN 5
(VOL) DON'T KNOW......cceiiieiiieiiiee ettt 6
(VOL) REfUSEd ......coiieiiiieieeeeieeeeeeee e 7

10
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15. {Does/Did} your [Q7 CODE] live in an urban, suburban, or rural area?
UIDaN 1
SUBUIDAN ... 2
U= = 1= 3
(VOL) DON'T KNOW.......cciiiieiiieeieeeeeeeeeeeeeee e 4
(VOL) RETUSEA ... oo e e 5
16. And do you live in an urban, suburban, or rural area?
UrDan oo 1
SUBUIDAN . 2
U= = 1= 3
(VOL) DON'TKNOW ..o 4
(VOL) RETUSEA ...t e e 5
D. CHARACTERISTICS OF RECIPIENT
17. Would you say that your [Q7 CODE] {needs/needed} care because of any...[READ ITEMS
A-F IN ORDER]
Yes No (VOL) DK (VOL) RF
a. | Short-term physical conditions? 1 2 3 4
b. | Long-term physical conditions? 1 2 3 4
c. | Emotional or mental health problems? 1 2 3 4
d. | Mental retardation or developmental delay? 1 2 3 4
e. | Learning disability or educational issue? 1 2 3 4
f. | Behavioral issues? 1 2 3 4
18. What would you say {is/was} the main problem or iliness your [Q7 CODE] {has/had}, for

which he/she {needs/needed} your care? [PRECODED OPEN END: ACCEPT ONE

ANSWER.]

[IF “DISABLED”, PROBE: “What kind of disability would that be?”]
ADD, ADHD, Attention deficit disorder...........ccccccvviiiiiiiiiieennennnns 1
AIDS (also inCludes HIV)......ooiiiiiiiiiiiice e 2
Alzheimer’s, confusion, dementia, forgetfulness.............cccccccuveeeee. 3
AMPULEE .ot e e et e e e e aee 4
ANNIILS oeee e 5
Asthma, breathing problems ..., 6
AULISITI L 7
Back problems (also includes spine, Neck) .........cccccvvvvvieniinnninnnnnn. 8
Birth defeCt ... .. 9
Blindness, vision 10ss, can't See Well .......covviviiiiiiiiiiiiieieees 10
Blood pressure, hypertension ..........cccccceeeeeiei e, 11
Brain damage OF iNJUIY ......ooeiiiiiiiiiieceeee e 12
BroKen DONES .......ee e 13
CANCET <. e et e 14
Deafness, hearing 0SS ....cccooeeiiiei i, 15
DIADEIES ..o 16
EPIIEPSY, SEIZUIES ..uuuii et 17
Feeble, unsteady, falling (also includes balance, weak) .............. 18
Heart diSEASE ........cciiiiiiiieece e 19
Lung disease, emphySema ..........cccccvvviiiiiieeeececiiies e 20

11
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Mental retardation, developmental delay, Down syndrome ......... 21
Mental iliness, emotional illness, depression ..........ccccceeeveeeeeeeenn. 22
Mobility, can't get around ..........cccooeeveeiiiiii e, 23
Old age, just 0ld, AQING .....uuuiiiiiieeiiiiii e 24
L@ 1S3 (=T o] o] o 1] LS P 25
Paraplegia ........ccouviiiiiiei e 26
ParKiNSON'S ...oiiiiiiiiiee e 27
PrEegNaNCY ....cooiiiiiii e 28
Speaking, cant SPEaAK .........cccciiiiiiiiii e 29
SHIOKE it 30
Substance/drug/alcohol abuse............ccccccci e, 31
SUrgery, WOUNAS ......oooiiiiiiiiiiiiiieieeee ettt 32
Other [SPECIFY T eeeeeee et 33
(70 ] I T T o B 8 4 o 34
(VOL) REfUSEA ......oiiiiiiiiiiieeieeeeeeeeeeeeee e 35
Added post interviewing:

Cerebral PalSY .......covvviiiiiiiiieeeeeeeeeeeeeee 36
Behavioral/social ISSUE.......cccceeveeiiiii i 37
Learning disability .........ccoooevuiiiiiiii e 38

[IF ADULT RECIPIENT (C1=1), SKIP TO Q20.]

19.

20.

21.

[IF CHILD RECIPIENT (C1=2), ASK]: As a result of your [Q7 CODE]’'s condition {is/was}

your [Q7 CODE] limited in any way in his/her ability to do the things that most children of

the same age do? [PROMPT YES OR NO IF NEEDED.]

0 T 1
Lo 2
(VOL) DONTKNOW ..ottt eeans 3
(VOL) REfUSEA ....oooviveeeieeeeeee e 4

[IF ADULT (C1=1) AND ALZHEIMER’S NOT MENTIONED (Q18#3)] {Does/Did} your [Q7

CODE] suffer from Alzheimer’s or other mental confusion?

YES—AIZNEIMEI'S ceeiieieee e e 1
NI O 1 [T 2
1 T 3
(VOL) DONTKNOW ...t e e e 4
(VOL) REFUSEA ...t 5

For how long {have you been providing/did you provide} care to your [Q7 CODE] [IF
CHILD RECIPIENT: for his/her condition]? [RECORD YEARS] [PROMPT: Your best

estimate is fine]

[INTERVIEWER NOTE IF CHILD RECIPIENT (C1=2)]: IF PARENT HAS BEEN CAREGIVER

FOR CHILD'S ENTIRE LIFE, CLARIFY: Has this care always been for the child’s condition,

over and above normal parenting?]

[IF MORE THAN ONE CONDITION, PROMPT:] Think about your caregiving for the main

problem or illness you mentioned earlier.
[ALLOW 1-93 or PRE-CODED OPEN END]

(VOL) All their life.......ooooiiiieeeeeeeeeeeeeeeeeeeeeeeeeee 94
SIX MONthS 10 ONE YeAr .....coeeiieieeci e 95
Less than SiX MONTNS .....iiiiiii e 96
Occasionally, on and off ... 97
(VOL) DONTKNOW ..t 98
(VOL) REUSEA ...ttt 99
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22.

[IF ADULT RECIPIENT (C1=1)]: I'm going to read a list of kinds of help, which might be
provided to a person, if the person cannot do this by him or herself. For each, just tell me
if you {provide/provided} this kind of help.

{Do/Did} you help your [Q7 CODE]...[RANDOMIZE & READ LIST]

[IF CHILD RECIPIENT (C1=2)]: I'm going to read a list of kinds of help, which might be
provided to a child, if the child cannot do this by him or herself. For each, just tell me if it
{is/was} necessary for you to provide this kind of help to your [Q7 CODE], because
he/she {is/was} less able to do this task than children of the same age without his/her
condition.

{Do/Did} you help your [Q7 CODE]... [RANDOMIZE & READ LIST] because he/she {is/was}
less able to do this task than children of the same age without his/her condition?

Yes No | (VOL) | (VOL)

DK RF
[SHOW IF 3+ YRS OLD (Q5>=3)]: 1 2 3 4
Get in and out of beds and chairs
[SHOW IF 4+ YRS OLD (Q5>=4)]: 1 2 3 4
Get dressed
[SHOW IF 4+ YRS OLD (Q5>=4)]: 1 2 3 4
Get to and from the toilet
[SHOW IF 6+ YRS OLD (Q5>=6)]: 1 2 3 4
Bathe or shower
[SHOW IF 4+ YRS OLD (Q5>=4)]: 1 2 3 4
By dealing with incontinence or diapers
[SHOW IF 3+ YRS OLD (Q5>=3)]: 1 2 3 4
By feeding him or her
By giving medicines, pills, or injections for his/her 1 2 3 4
condition [NOTE: THIS IS AN IADL]

[CONTINUE IF ADULT RECIPIENT (C1=1). IF CHILD RECIPIENT (C1=2), SKIP TO Q24.]

23.

{Do/Did} you provide help to your [Q7 CODE] ...[RANDOMIZE ITEMS A-F, KEEP G-H
LAST]
Yes No | (VOL) | (VOL)

DK RF
With managing finances, such as paying bills, or filling 1 2 3 4
out insurance claims
With grocery shopping 1 2 3 4
With housework, such as doing dishes, laundry, or 1 2 3 4
straightening up
With preparing meals 1 2 3 4
With transportation, either by driving him/her, or 1 2 3 4
helping your [Q7 CODE] get transportation
With arranging or supervising services from an 1 2 3 4
agency, such as nurses or aides
By advocating for him/her with care providers, 1 2 3 4
government agencies, or schools
By doing physical or medical therapies or treatments 1 2 3 4
on him/her
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[IF ADULT RECIPIENT (C1=1) AND NO/DK/REF TO (Q22a thru g AND Q23a thru f = 2, 3, or 4), THEN
TERMINATE - TREAT AS NON CAREGIVER HOUSEHOLD.]
[CONTINUE IF CHILD RECIPIENT (C1=2). IF ADULT RECIPIENT (C1=1), SKIP TO Q25.]

24.

As a result of your [Q7 CODE]'s condition, {do/did} you help by... [RANDOMIZE AND
READ LIST]

Yes | No [ (VOL) [ (VOL)

DK RF
Dealing with financial issues, such as paying bills related 1 2 3 4
to their care or filling out insurance claims
Arranging or supervising services from an agency, such 1 2 3 4
as nurses, aides, or therapists
Advocating for him/her with schools, government 1 2 3 4
agencies, or care providers
Monitoring the severity of his/her condition so that you 1 2 3 4
can adjust care accordingly
Preparing a special diet for him/her 1 2 3 4
Making sure that people who {interact/interacted} with 1 2 3 4
him/her {know/knew} how to deal with him/her
Doing physical or medical therapies or treatments on 1 2 3 4
him/her
Doing or participating in learning, behavioral, or emotional 1 2 3 4
therapies or treatments

25. Thinking now of all the kinds of help you {provide/provided} for your [Q7 CODE], about
how many hours {do/did} you spend in an average week, doing these things? [RECORD
HOURS PER WEEK]

[ALLOW 1-168]
Less than 1 hour Per WEEK .........cccveeeiiieeiieeieeee e e 169
(VOL) CONSLANT CAI ..covvvviiiieeeiiieeiiiiie et 170
(VOL) DON'TKNOW ..o 171
(VOL) REUSEA ... 172
E. MEDICATIONS
26. {Does/Did} your [Q7 CODE] take any prescription medicine?
Y S e e 1
N . ettt ettt ettt ettt ettt ettt ettt 2 [SKIP TO Q28]
(VOL) DON'T KNOW.......cceiiieiiieiieee et 3 [SKIP TO Q28]
(VOL) REFUSEA ...t 4 [SKIP TO Q28]
27. [IF 8+ YRS OLD (Q5>=8), ASK]: Would you say your [Q7 CODE] {needs/needed} someone

to oversee giving him/her medicine in the right amount and on time, or that he/she
{manages/managed} this well on his/her own?

NEEAS NEIP .o 1
MENAGES ON OWIN ettt e e e e e ee b 2
(VOL) DONTKNOW ...t e e e 3
(VOL) REfUSEA ....cooviieeiieeeeeee e 4

14
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F. OTHER CAREGIVER SUPPORT
28. Has anyone else provided unpaid help to your [Q7 CODE] during the last 12 months?
Y S e e 1
o PO 2 [SKIP TO Q30]
(VOL) DON'T KNOW.......cciiiieiiieiieeceeee e 3 [SKIP TO Q30]
(VOL) REFUSEA .....eeiiiieeeiiiiiieieee et 4 [SKIP TO Q30]
29. Who would you consider to be the person who {provides/provided} most of the unpaid
care for your [Q7 CODE] — you yourself, or someone else?
S e 1
SOMEONE €IS ..coeiiiiiee e 2
(VOL) We Splitit @VenlY .........ooeviiiiiiiiieee e 3
(VOL) DONTKNOW.....coiiiiiiiiiie ettt eeans 4
(VOL) REfUSEd.......oeeieviieeiieeieee e 5
30. During the last 12 months, did your [Q7 CODE] receive paid help from any aides,
housekeepers, or other people who were paid to help him/her?
D L T PSS PP PP PUUUPPPPPRIN 1
N Ottt ettt ettt ettt ettt e e e e e e eaeens 2 [SKIP TO Q32]
(VOL) DON'T KNOW......cciiiieiiiieieec ettt 3 [SKIP TO Q32]
(VOL) REFUSEA .....eeiiiieee ettt 4 [SKIP TO Q32]
31. [IF YES (Q30=1), ASK]: Who would you say {provides/provided} more of your [Q7 CODE]'s
care — you, other UNPAID helpers, or PAID helpers?
You [THE RESPONDENT].........coiiiiiiiii e 1
Other unpaid helpers........ccoovi e 2
Paid NEIPEIS ... 3
(VOL) DON'T KNOW......cceiiieiiieiiiee ettt 4
(VOL) REfUSEd ......coeiieiiieeieeeeeeeeeeee e 5
G. STRESS ON WORKING CAREGIVERS
32. Now | have a few questions about you. Are you currently...[READ LIST]

Working full-time [SKIP TO Q34 IF CURRENT CG (Q1 =1)].............. 1
Working part-time [SKIP TO Q34 IF CURRENT CG (Q1 =1)] ............ 2
A STUAENT ... e e 3
DISAbBIEM ... ..o 4
RELIE. ... 5
A NOMEMAKET ...t 6
Unemployed and looking for work, or..........ccccccoeeeiiei 7
Something else [SPECIFY | PR 8
(70 ] I T o] o B B g o PP 9
(VOL) REfUSEA ......oiiiiiiiiiiieeieeeeeeeeeeeeee e 10
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33. {Have you been employed at any time since you began helping your [Q7 CODE]? / Were
you employed at any time while you were helping your [Q7 CODE]}?
Y S et 1
o PRSP 2 [SKIP TO Q35]
(VOL) DON'T KNOW.......cciiiieiiieeieeeeeeeeeeeeeee e 3 [SKIP TO Q35]
(VOL) REFUSEA .....eeiiiieeeiiiiiieeee et 4 [SKIP TO Q35]
34. In your experience as both a worker and a caregiver, did you ever...[READ LIST]
Yes | No | DK | RF
a. | Have to goin late, leave early, or take time off during the 1 2 3 4
day to provide care
b. | Have to take a leave of absence 1 2 3 4
C. Have to go from working full-time to part-time, or taken a 1 2 3 4
less demanding job
d. | Have to turn down a promotion 1 2 3 4
e. | Lose any of your job benefits? 1 2 3 4
f. Have to give up working entirely 1 2 3 4
g. | Choose early retirement 1 2 3 4
H. PHYSICAL, EMOTIONAL AND FINANCIAL STRESS OF CAREGIVING
35. Think of a scale from 1 to 5, where 1 is not a strain at all and 5 is very much a strain.
How much of a physical strain would you say that caring for your [Q7 CODE] {is/was} for
you?
1-—Notastrainatall...........ooor i 1
2 et e e e e e e e e e ————eee e e e e e e rteeeeeeeeannrrnees 2
PO PPRSTT PP 3
Qe et e e e e e s ————aaaaaaaaaan 4
5—Very much @ Strain ........ooooviiiiiiiii e 5
(VOL) DONTKNOW.....coiiiiiiiiiie ettt eeans 6
(VOL) REfUSEd.......oeeieviiiiiieei e 7
36. Using the same scale from 1 to 5, where 1 is not at all stressful and 5 is very stressful,

how emotionally stressful would you say that caring for your [Q7 CODE] {is/was} for you?

1 —Notatall StresSSful.........oeiiiiii 1
2 e, 2
K P 3
PR PPRRPPRRRPPRRRRPN 4
5—Very stresSsful ... 5
(VOL) DONTKNOW.....coiiiiiiiiiieieeeeeeee et eeans 6
(VOL) REfUSEd.......oeiieviieeiieeiee e 7
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37. Using the same scale from 1 to 5, where 1 is no hardship at all and 5 is a great deal of
hardship, how much of a financial hardship would you say that caring for your [Q7 CODE]
{is/was} for you?

1 —Nohardship atall ..........cooeeeiiiiiii 1
2 e e e e e —————eeee e e e e ——————aaaaea e e ————raeaaeeeeeannrrnees 2
P PRERRRR 3
PP PP UPPPPPRPPRN 4
5 — Great deal of hardShip.........ccoooiiiiiiiii 5
(VOL) DON'T KNOW .. .ottt e e e 6
(VOL) REUSE ... ..ottt eaans 7

38. Please think about all of the health care professionals or service providers who
{give/gave} care or treatment to your [Q7 CODE]. How easy or difficult {is/was} it for you
to coordinate care between these providers? Would you say...[READ LIST]? [ROTATE
1-4/4-1]

WEIY BASY ..ttt ettt e e e et et e a e e e e eaaa s 1
SOMEWNAL ASY.....cciiiiiiiii i 2
Somewhat diffiCUlt..........ccuvviiiiii 3
Very diffiCUlt..........oeeee e 4
(VOL) DON'T KNOW....coiieiiiiiei et e e e 5
(VOL) REUSE ... ..o 6

39. We have been talking about the help you {provide/provided} for your [Q7 CODE]. Do you
feel you had a choice in taking on this responsibility for caring for your [Q7 CODE]?
Y B et e s 1
N[ TSP PRSP 2
(VOL) DONTKNOW ...t e e 3
(VOL) REfUSEd ... e, 4

40. As a caregiver, {do/did} you have less time for friends or other family members than
before?

D (L T PO PP PP R PUUUPPPPPRIN 1
[ PP P PP TPPRP 2
(VOL) DONTKNOW ...ttt eeans 3
(VOL) RefUSEA......coeeeeeiieeeeeee e 4
. USE OF INTERNET AND OTHER TECHNOLOGIES
41. If you were looking for information about some aspect of helping take care of your [Q7

CODE], where would you turn? [DO NOT READ CODES, MULTIPLE PUNCH IF THEY

VOLUNTEER MORE THAN ONE]

[0 T (0] S 1
Nurse, other Health Professionals .........covvovviiiiiiiiii e, 2
[ (=] [ S 3
Books, Magazines, Library .......ccccccccoocoiiiiiiiiiiii e 4
EMPIOY T e 5
Senior Citizen's Center, Aging Organization.................cccceeeeeeeee.. 6
ParEnt GrOUPS ... e 7
SCNOOL .. et 8

17



Caregiving in the U.S. 2009 - Appendix A:

Full Questionnaire

Disease-specific group or organization
Other [SPECIFY ]
(voL) Don't know
(vOL) Refused

42. How often, if at all, have you gone to internet websites in the past year to find
information in any way related to being a caregiver for your [Q7 CODE]? [READ LIST]
[ROTATE 1-4/4-1]

OftBN e
SOMELIMES ..ot
RATEIY ..
N BV BT ..ttt e e et e e e e e e e e e e et aaee 1 [SKIP TO Q44]
(VOL) DONTKNOW ...t e e 5 [SKIP TO Q44]
(VOL) REUSE ... ..ottt eaans 6 [SKIP TO Q44]
43. Did you look online for...?
Yes | No | (VOL) [ (VOL)
DK RF
a. | Information about your [Q7 CODE]'s condition or 1 2 3 4
treatment?
b. | Information about services available for people like your 1 2 3 4
[Q7 CODE]?
c. | Support for you personally as a caregiver? 1 2 3 4
d. | Information about how to do specific caregiving tasks? 1 2 3 4
e. | Doctors or other health professionals? 1 2 3 4
f. Information about care facilities? 1 2 3 4

44, In caring for your [Q7 CODE], was [READ ITEM] ever used? [REPEAT STEM EVERY 3

ITEMS OR AS NEEDED.]
Yes | No | (VOL) | (VOL)
DK RF

a. | An electronic organizer or calendar? 1 2 3 4
b. | Any device that electronically sends information to a 1 2 3 4

doctor or care manager to help manage his/her health

care, like a device that transmits blood sugar or blood

pressure readings?
c. | Atext reader for individuals with low vision? 1 2 3 4
d. | An emergency response system, such as Lifeline? 1 2 3 4
e. | A website or computer software to keep track of his/her 1 2 3 4

personal health records?
f. An electronic sensor that can detect safety problems in 1 2 3 4

the home and take steps to help, like when someone

falls, wanders away, or leaves the stove on?
g. | Any other technology? 1 2 3 4

[SPECIFY: What technology was that?
1

18



Caregiving in the U.S. 2009 — Appendix A: Full Questionnaire

J. INFORMATION/SERVICES/POLICY
45, In your experience as a caregiver, have you ever.... [READ LIST; PROGRAM SO THAT
ITEMS A AND B COME LAST IN THE SERIES]
Yes | No | (VOL) | (VOL)
DK RF
a. | Requested information about how to get financial help for | 1 2 3 4
your [Q7 CODE]?
b. | Used a respite [RESS — PIT] service or a sitter to take 1 2 3 4
care of your [Q7 CODE] to free up your time?
c. | Had an outside service provide transportation for your 1 2 3 4
[Q7 CODE] instead of you providing the transportation?
46. Have you done or obtained any of these types of things to make it easier to care for your
[Q7 CODE]?
Have you...[READ LIST]?
Yes | No | (VOL) [ (VOL)
DK RF
a. | Had modifications made in the house or apartment 1 2 3 4
where your [Q7 CODE] {lives/lived} to make things easier
for him/her?
b. | Obtained formal training of some sort about how to care 1 2 3 4
for a person with your [Q7 CODE]'s needs?
47a. | am going to read you a list of things that policymakers are proposing to help caregivers
like yourself. Please tell me which one you would {find/have found} most helpful,
regardless of whether or not you used it already. [ROTATE ITEMS; READ LIST] Which
one you would {find/have found} most helpful?
47b.  Which one would you {find/have found} the next most helpful, regardless of whether or

not you used it already? [ROTATE ITEMS; READ LIST IF NEEDED, EXCLUDING IF
SELECTED IN Q47a]

Q47a: Q47b:
MOST NEXT

An assessment of your caregiving capabilities and needs to connect

you with needed services 1 1

A caregiver tax credit of three thousand dollars 2 2

[IF EVER EMPLOYED (Q33=1) OR CURR EMP (Q32<3 AND Q1=1)] A

partially paid leave of absence from your work for 6 weeks 3 3
A voucher program where your [Q7 CODE] could pay you minimum 4 4
wage for at least some of the hours you spend caregiving

Respite [RESS — PIT] services, where someone would take care of 5 5
your [Q7 CODE] to give you a break

An outside service to provide transportation for your [Q7 CODE] 6 6
(VvOL) Don't know - SKIP TO Q48 7 7
(VOL) Refused > SKIP TO Q48 8 8
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48.

As a caregiver, on which of the following do you feel you [need/needed] more help or
information? [RANDOMIZE AND READ LIST]

[REPEAT EVERY 4-5 ITEMS: Do you feel you {need/needed} more help or information
on...]

Yes

Z
o

(VoL)
DK

(voL)
RF

Keeping the person you care for safe at home

Managing challenging behaviors, such as wandering

Easy activities you can do with the person you care for

Managing incontinence or toileting problems

Moving or lifting the person you care for

Balancing your work and family responsibilities

Finding time for yourself

Choosing an assisted living facility

Choosing a nursing home

Choosing a home care agency

~=|TTlae||e a0 o

How to talk with doctors and other healthcare
professionals

RRRRRIRRIRRRR

NININININININININININ

B R e e e e N B

Managing your emotional and physical stress

[

N

Making end-of-life decisions

-

N

Finding non-English language educational materials

[

N

WiWww WWWWWW W W www

NEIES

K.

DEMOGRAPHICS

And finally, just a few questions for classification purposes only....
D1.

D2.

How would you describe your own health? Is it excellent, very good, good, fair, or poor?

Poor

(VOL) DON'TKNOW ..o
(VOL) RETUSEA ... e e

How would you say taking care of your [Q7 CODE] has affected your health? Has it
made it better, not affected it, or made it worse?

= To (ST A o 1=y 1 (=] (TR
NOt AffECIEA It covniieei e
MAAE I WOISE ..oniiieeieie e e
(VOL) DONTKNOW ...t e e
(VOL) REUSEA ...t eaans
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D3.  Areyou currently... [READ LIST]

Y= T = 1
Living With @ Partner ..o 2
WIAOWE ... e e e e 3
SEPANALEA. ... ... 4
DIVOICEA .. 5
Single, never married ...........cccccvviviii 6
({70 ] I T o] o B B g o P 7
(VOL) RETUSEA ... oo e e 8

D4. Did you ever serve on active duty in the US Armed Forces? [PROBE: Army, Navy, Air
Force, Marines, Coast Guard or Women'’s Armed Forces]

(=T 1
Lo P 2
(VOL) DON'T KNOW.......ceiiiieiiieeiieeeeee e 3
(VOL) RETUSEA ... oo e e 4
D5.  [IF ADULT RECIPIENT (C1=1), ASK]: Did your [Q7 CODE] serve in the US Armed

Forces?

Y S et 1
Lo P 2
(VOL) DON'T KNOW.......cciiiieiiieiieee et 3
(VOL) RETUSEA ... ..ot e e 4

[IF CHILD RECIPIENT (C1=2), CURRENT (Q1=1), AND LIVES IN HH (Q11=1), AUTOCODE D6=1 AND
SKIP TO D7].

D6.  Are there any children or grandchildren currently living in your household under 18 years

of age?

0 T 1
Lo 2
(VOL) DONTKNOW.....coiiiiiiiiiie ettt eeans 3
(VOL) REfUSEd.......coeieviieeiiiei e 4

D7. What is the last grade of school you completed? [IF NEEDED, READ LIST]

Less than high SChOOI ... 1
High SChOOI grad/GED ...........coociiiiiiiiiceeeeee e 2
SOME COBYE e e e 3
TechniCal SChOOI ..........vviiiiiiiiiiiie e 4
College grad .......oooeiiiiiie 5
Graduate school/Grad WOrk ... 6
(VOL) DONTKNOW.....coiiiiiiiiiieieeeeeeee et eeans 7
(VOL) REfUSEd.......ceeeeviieeiieeieeeeee e 8
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D8a.

D10.

D11.

Last year, was your total annual household income from all sources, before taxes over

or under $50,000?

L LY PN 1[GO TOd]
UNEE 2 [GO TO b]
(VOL) DON'TKNOW.....cciiiiiiiiii ettt e e eeees 3 [SKIP TO D10]
(VOL) REFUSEA ...ttt 4 [SKIP TO D10]
[IF UNDER $50,000:] Over or under $30,0007?
(=Y SO 1 [SKIP TO D10]
(8] o [T SO PR UOO R PPUTRIN 2[GOTO c]
(VOL) DONTKNOW....uviiiiiiiiiiiiieiic ettt 3 [SKIP TO D10]
(VOL) REFUSEA ...t 4 [SKIP TO D10]
C. [IF UNDER $30,000:] Over or under $15,000?
OVT et ettt ettt e ettt e 1 [SKIP TO D10]
0 Te = TR 2 [SKIP TO D10]
(VOL) DON'T KNOW ...t e e 3 [SKIP TO D10]
(VOL) REFUSEA ...ttt 4 [SKIP TO D10]
[IF OVER 50,000:] Over or under $100,000?
(=] SO 1 [SKIP TO D10]
(8] o [T SRR RPPUPRIN 2[GOTO e]
(VOL) DONTKNOW....uviiiiiiiieiiiieiiiee et 3 [SKIP TO D10]
(VOL) REFUSEA ... 4 [SKIP TO D10]
e. [IF UNDER 100,000:] Over or under $75,000?
OVT et ettt ettt e ettt e 1 [SKIP TO D10]
(0] oV L= OO 2 [SKIP TO D10]
(VOL) DON'T KNOW ...t 3 [SKIP TO D10]
(VOL) REFUSEA ...t 4 [SKIP TO D10]
If the situation arose, would you be interested in participating in future research on
caregivers?
Y S it 1
Lo P 2

Also, the results of this survey are totally confidential. However if a reporter writing a

story about the results of the overall survey wanted to ask you more questions or get a
guote from you for a hews story, would you like to get a call back or not? It is completely

optional.

Y B it 1
NO [SKIP TO THANK YOU] ...ooniiiiiiiicei e 2
(VOL) Don't know [SKIP TO THANK YOU] .......ccccoovviiiiiiiiiiieen e, 3
(VOL) Refused [SKIP TO THANK YOU] .........coooovvieeeiririeeeeee, 4

[IF D10=1 OR D11=1, ASK:] What is the best number call you on [IF D10=1: for future research]?
[ ]

The number we called ...........c.vvvviiiiiiiiiiiis 98
(VOL) REUSEA ......oovieeiiiiiiieiieeeeeeeeeeeeeeeeeeeee et veeeneeennees 99
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[ALL]: Finally, for verification purposes only, what is your name?

(VOL) REfUSEA... ..ot e e 99
D12. LANGUAGE OF THE INTERVIEW

ENTIRELY SPANISH.....ooiiiiiiiiiiieee et 1

Mainly SPanish.........cccooi 2

HALF AND HALF ....oiiiiieeeec ettt 3

Mainly ENGlISh.......ccoiiiii e 4

ENTIRELY ENGLISH.....coiiiiiiiiiiiiee e 5

[THANK YOU]: Thank you very much for your time. Your responses have been very
helpful to this research.
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