On Pins and Needles: Caregivers of Adults with Mental lliness; Full Questionnaire

Appendix A: Full Questionnaire

SAMPLE:

1= Research Now, consumer ailments panel
2= Mental Health America

3= National Alliance for Mental lliness

SCREENER

1.

la.

How old are you? [ALLOW 10 TO 110, TERMINATE IF LESS THAN 18]

[ONLY ASK OF SAMPLE 2 &3] Do you live in the United States?

o PR 2 TERMINATE
At any time in the last 12 months, have you provided unpaid care to a relative or
friend 18 years or older to help them take care of themselves?

This may include helping 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 adult need not live with you.

N O et 2 TERMINATE

Did any of those adults you cared for have an emotional or mental health
problem?

Y B s 1
1 [0 T 2 TERMINATE
N O L SUIE e 3 TERMINATE

Were you caring for five or more adults at the same time, all who had an
emotional or mental health problem?

o 2 [SKIP TO Q6]

5. [IF YES (Q4=1), ASK]: Are all of those adults living together in some sort of
institutional setting, like a nursing home, school, or group home where you
work or volunteer?

D =S PN 1 TERMINATE
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Please think about the adult you cared for in the past year, who had the most
serious emotional or mental health issues. If you’ve only cared for one adult with
a mental health problem, think about that person.

How would you describe that adult’'s emotional or mental health problem?

S BIIOUS et 1
Y/ (o Y0 [T = | (=TT 2
111 TP 3 TERMINATE

This is an important study, sponsored by the National Alliance for Caregiving [IF MHA
(SAMPLE=2): , in cooperation with Mental Health America/IF NAMI (SAMPLE=3): , in
cooperation with NAMI].

For the rest of the questions, please think about that adult you care (or cared) for in the
past year who had or has the most serious emotional or mental health issue.

7.

Are you currently providing care to this person, or was this something you did in
the past 12 months and are no longer doing?

CUITENTIY e e e e e e eeaees 1
Past 12 months but not currently ...........ccccoeiiiiii. 2
{Do/Did} you help that adult with any of these things:

Arranging or providing transportation, shopping, housework, preparing meals,
managing finances, giving medicines or injections, or arranging services?

And {do/did} you help them with any of these things:

Bathing or showering, getting to and from the toilet, helping them get out of beds
or chairs, dressing, dealing with incontinence or diapers, or feeding them?

TERMINATE IF Q8 =2 AND Q9 =2 (NOT A CAREGIVER, NO ADL OR IADL).

10.

11.

And {is/was} the person you {care/cared} for...
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12. Who {are you caring/did you care} for?
IF FEMALE RELATIVE (Q10=2 and Q11=1), SHOW THESE RESPONSES:

AUNT e 1
7011151 o [P 5
D= 10 o | ] ] 6
Grandmother/Grandmother-in-Law..............ccccoeeeeeeiiiiineee, 10
Granddaughter .........ooovviiiii e 11
1Yo 1 =T S 13
1T ] L= T I 14
N =T o = S 16
S 153 = 17
SISter-iN-LaW........cccooiiiiii e 18
SPOUSE ittt 20
Partner/Companion .........cccccccvviiiiiiiiiiiiie 4
Other relative [Specify: | T, 30
Decline to reSPONd.........ccooviiiiiiiiiiiiiiiieeeee 99
IF MALE RELATIVE (Q10=1 and Q11=1), SHOW THESE RESPONSES:
BIOther.. .. 2
Brother-in-Law ..........ccooiiiiiiiiii e 3
701U 1] [ 5
FatNEr ... 7
Father-in-Law ... 8
Grandfather/Grandfather-in-Law..............cccccevvvviiiiiiieeeeeeenns 9
(€7 =1 00 Ko o F PN 12
NN =T 0] o 15
0] o 19
SPOUSE .ttt 20
Partner/Companion .........cccccccviiiiiiiiiiiiiie 4
(O o [ 21
Other relative [Specify: | e 30
Decline to resSpond............ouuiiiiieieieeeecee e 99
IF NOT RELATIVE (Q11=2), SHOW THESE RESPONSES:
e 1Y Lo S 41
NEIghDOr ... 42
Other [Specify: T, 43
Decline to resSpond............ouuiiiiieieieeeecee e 99

13. [IF CURRENT (Q7=1)]: How old is your [RELATION]? Your best estimate is fine.

[IF PAST (Q7=2)]: How old was your [RELATION], at the time you last provided care?
Your best estimate is fine.

[ALLOW 0-130. IF LESS THAN 18, TERMINATE]

Decline to reSPONd..........veeiiiiiiiieeeeie e 999
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13B. [IF DECLINE (Q13=999)]: {Is/Was} your [RELATION] age...?

(] Lo [T g 1 [TERMINATE]
ST (o TG 7 2
351049 i 3
BOTO B 4
1S3 0 ] S0 [0 =T 5

14. How long {have you been providing/did you provide} care to your [RELATION]?
Your best estimate of years of care is fine.

years [ALLOW 1 - 93]

Less than SIX MONTNS ..oveieeiiie e 96
SIX MONtNS 10 ONE YEAI ....vvviiieeiieieeeicce e 95
[N\ (o] B U | (< 98

15.  About how many hours {do/did} you spend in an average week, helping your
[RELATION]?

Your best estimate of hours per week is fine.
hours [ALLOW 1-168]

Less than 1 hour per week ...........ccovvvviiiiiiieeeecceeeiin, 900
Constant care (24 hours a day, 7 days a week) ............... 901
NOT SUIE ...t e e 998

15B. [IF NOT SURE (Q15=998)]: On average, {do/did} you provide care for...?

Oto 8 hoUrsS AWEEK ....vcvviieiieeeie e 1
910 20 hoUrs @ WEEK........uuiieeiiiiiiiiie e 2
21 t0 39 hours aWeeK......coovvviiviiiiiieie e 3
40 or more hours aWeeK ........cocuevvivviiiiiiiiiiieeeieeeee, 4

16. {Has/Was} your [RELATION] {ever been/ever} homeless for a period of a month or

longer?

D (= 1
N [0 2
N[0 ST U1 (=T 3
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17. How far away {does/did} your [RELATION] live {currently/at the time you last
provided care}?

If your loved one {is/was} homeless, please indicate the distance {{he/she}}
usually {stays/stayed}.

In your household ..., 1
Within twenty minutes of your home..............ccccevvviiiieenn, 2
Between twenty minutes and an hour from your home......... 3
One to two hours from your home, or..........ccovvvieiiiiiiiinnnnnns 4
More than two hours away ..........ccccevvvviiiiieeeiecceiiee e 5

IF IN HOUSEHOLD (Q17=1), SKIP TO Q19.

18. [IFCRNOT IN CG HH (Q17>1), ASK]: {Does/Did} your [RELATION] live alone [IF PAST
(Q7=2): at the time you provided care]?

D (S PP 1
N O e 2
{{He/She}} {is/was} homeless ..........cccovviiiiiii, 3

DIAGNOSIS AND MISDIAGNOSIS

19. What {is/was} the main emotional or mental health issue your [RELATION]
{has/had}, for which {{he/she}} {requires/required} care?

{{He/She}} may {have/have had} multiple conditions, but please mark the main
emotional or mental health problem.

[ONLY SHOW CODES IN BLACK FONT ON SCREEN, MAINTAIN ORDER.]

ANXIELY . 2

Bipolar diSOIEN ........ccoieeeiiiee e 4

DEPIESSION ... 9

Paranoia or Paranoid personality disorder ............cccooeeeeeveviiinnnnnnn. 22

Posttraumatic stress disorder (PTSD) .......cccovvviiiiiiiiiiiiiiiiiiiiieeeee, 26

SChiZOPNIENIA......ccciiiieeie e 29

Social anxiety diSOITEN ...........uuuuuuuiiiiiiiiiiiiiiiiiiiiiieeeeeeeeees 31

Something else [SPECIFY REQUIRED: | T 34

N[0 1 0| PP 35

Additional codes used for coding “other”:

ANOrexia NervoSa......cccoeeeeeeevevvvvneenennnn. 1 Binge eating disorder..........cccoeeeeerienn. 3
Borderline personality disorder............. 5 Bulimia....ccoooooiiiiiiiii 6
Cyclothymic disorder.................uvvveennn. 7  Delusional disorder ............ccoeeeeeeeeeenn. 8
Dissociative disorder .................ceee.... 10  DysleXia .....cuuueeeeeiieiiiiiiiiiiiiiiiiiiiiiiininns 11
Generalized anxiety disorder.............. 13 Hoarding .....oooeveiiiiiiieiiiiiiee e 14
Hypomania...........ccooceveeiiiee, 15  INSOMNIA ..euveiiiiiiiiiiiiiiiiiiiiiiiiiiiiiiieiieees 16
Kleptomania...........cccoeeeeiii 17 MaNi@...cueeeeiiiiiiiiiiiiiiiiiiiiiieieaees 18
Multiple personality disorder............... 19  Obsessive compulsive disorder.......... 20
Panic disorder ...........ccoeeeiiciiiieeenneeens 21  Paraphrenia......ccccccoooieiiiiieiiiiiiiiinn. 23

Personality disorder...................ceee. 24 Phobia ......ccooooeiiii 25
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Pyromania..........ccooeeevveeiiiiiiiiieeeeeeeans 27  Schizoaffective disorder..................... 28
Schizophreniform disorder.................. 30  Somatic symptom disorder................. 32
Tourette’s syndrome...............cccccuuuee. 33  Eating disorder not specified.............. 40

20. {Does/did} your [RELATION] have an alcohol or substance abuse issue?

D 0= 1
N [0 T 2
N[0 S 1 = 3

21. {Do/Did} you feel your [RELATION]'s mental health issues {have been/were}
accurately diagnosed?

D 0= 1
N [0 T 2
N[0 R 61 (= 3

22.  [IF PROPERLY DIAGNOSED (Q21=1), SHOW]: How many years did your [RELATION]

display symptoms of an emotional or mental health issue before you felt
{{he/she}} was accurately diagnosed?

[IF NOT PROPERLY DIAGNOSED (Q21>1), ASK]: How many years {has/did} your

[RELATION] {been trying/try} to get an accurate diagnosis for {his/her} emotional

or mental health issues?
Your best estimate of years is fine.

years [ALLOW 1 - 93]

Less than SiX MONTNS ..o, 96
SiX MONthS 10 ONE YEAI ....vvuiiiieiieeeeece e 95
[N\ [0 B U | (< 98

MEDICATION MANAGEMENT

23.  {Is/Was} your [RELATION] taking any prescription medication(s) to help manage

{{nhis/her}} mental or emotional illness?

N O et e 2 [SKIP TO Q26]
NOU QUM et eas 3 [SKIP TO Q26]
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24a. [IF RELATION IS ON MEDICATION (Q23=1), ASK]: How difficult {is/was} it to find a
specific drug and dosage that you {feel works/felt worked} for your [RELATION]’S
mental health issue(s)? [ROTATE HALF 1-5/5-1, ALWAYS SHOW NOT SURE AT

BOTTOM,]

1-Notatall diffiCUlt.........oveeiiiiiiiee e 1
2 e 2
G 3
G 4
5—Very diffiCult.........ooeiiiiiie e 5
N[0 A= U1 < 9

24b. [IF RELATION IS ON MEDICATION (Q23=1), ASK]: And how difficult {is/was} it to get
your [RELATION] to take {{his/her}} medication as prescribed (the right amount at
the right time)? [ROTATE HALF 1-5/5-1, SAME ORDER AS Q24A.]

1 - Notatall difficult.........cccoeviiiiiiiii 1
2 e e e e e e e e e e e ——aaaaeaaaaan 2
K SRRSO PPEPRPR 3
PP 4
5—=Very difficult..........iiiiiii e 5
Not sure/Not applicable ...........ccccociiiii 9

25.  [IF RELATION IS ON MEDICATION (Q23=1), ASK]: And how well {do/did} you feel your

[RELATION]’s condition {is/was} managed with {{his/her}} medication? [ROTATE
HALF 1-5/5-1, SAME ORDER AS Q24A.]

1 —Not managed well atall ...............oooeiiiiiiiiiii e 1
2 e e e e e e e e e ———aaaaaeaaaaan 2
K SRRSO PPRPRRR 3
A e 4
5—Managed very Well..........coooormmiiiiiiie e 5
Not sure/Not applicable ...........cccccciiiii 9

OTHER SUPPORT

26. {Has/Had} anyone else provided unpaid help to your [RELATION] during the last
12 months [IF PAST (Q7=2): that you provided care]?
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29.

How much do you agree or disagree with each statement below? [RESPONSE
SCALE — ROTATE HALF 1-5/5-1]
Strongly Strongly
disagree | Disagree | Neither | Agree agree
| {am/was} able to leave my 1 2 3 4 5
[RELATION] alone
My [RELATION] {can/could} 1 2 3 4 5

rely on other friends or
family to help {{him/her}}

It {is/was} difficult to speak 1 2 3 4 5
with others about my
[RELATION]'s mental or
emotional health issues

INVOLVEMENT IN CARE PROCESS

30.

31.

32.

Where {do/did} you go for help or information about caring for your [RELATION]’S

emotional or mental health condition? Check all that apply [ALLOW MULTIPUNCH
ON 1-7; RANDOMIZE 1 - 7]

Disease-specific WebSIteS .........cccovvvviiiiiiii e, 1
Doctor or health care professional..........ccccccoovviiiiiiiiiiiiiiiinnn. 2
General Internet SEArChes ...........cvvvvvvviviiiiiiiiiiiiiiiiieeeeeeeeeeeeeeee 3
IN-PErson SUPPOIt GrOUPS ...ccceeeeeeeeeeeeeeeeeeeeee e e 4
Mental health organizations (Mental Health America, NAMI, VA).. 5
ONliNE SUPPOIT GrOUPS ...evvveviiiiiiiiiiiiiiiiititiiieiiiiiisiaiiieieseeeseeesieeenenees 6
Other [SPECIFY: | T, 7
Never got help/information ...........cccccvviiiiiie 8

Have you ever had any kind of education or training to help you care for
someone with a mental or emotional illness?

{Have/Did} you ever {had/have} a provider or care professional tell you they were
not allowed to speak with you about your [RELATION]’s care or condition?

Y B s 1
1 [0 T 2
(N[0 B U | (<IN 3



On Pins and Needles: Caregivers of Adults with Mental lliness; Full Questionnaire

33. To what extent {do/did} you feel care providers {have/had} included you in
conversations about your [RELATION]’s care? [ROTATE 1-5/5-1]

Not included at all, but you did not need to be...................... 1

Not included at all when you should have been.................... 2

Included by some, butnotall...........ccccoooeiiiiiii 3

Included when needed ............cccooeeeeeiiiiiiiiicie e, 4

Included more than you should have been........................... 5
SERVICE ACCESS

34. Select any care or support services you feel your [RELATION] {needs/needed},

even if you {have been/were} unable to locate or find this kind of help. [ALLOW
MULTIPUNCH ON RESPONSES 1-8. RANDOMIZE RESPONSES 1-8, KEEP RESPONSE 9 &
10 AT BOTTOM.]

1 | Day programs or day treatment

Pharmacy that {has/had} needed medications

Mental health professional, like a psychiatrist, therapist, or counselor
Case manager

Treatment program or facility for substance abuse or alcohol issues
(rehab)

Peer support, like peer coaches, counselors, or support groups
In-patient mental health facility or hospital

8 | Medical provider (doctor or nurse practitioner) who
{understands/understood} {{his/her}} mental health issues

9 | None needed

10 | Not sure

albhlwinN

(o2}

~

IF NONE OR NOT SURE (Q34=9 or 10), SKIP TO Q36A-B.

35. Of the care or support services you {feel/felt} your [RELATION] {needs/needed},
which {have been/were} difficult to find in {{his/her}} area or community?

[MULTIPUNCH ALLOWED; SHOW ONLY THOSE SELECTED IN Q34, MAINTAIN ORDER
AND FORMATTING OF Q34. ALWAYS SHOW RESPONSES 9-10 AT BOTTOM.]

1 | Day programs or day treatment

2 | Pharmacy that {has/had} needed medications

3 | Mental health professional, like a psychiatrist, therapist, or counselor

4 | Case manager

5 | Treatment program or facility for substance abuse or alcohol issues
(rehab)

6 | Peer support, like peer coaches, counselors, or support groups

7 | In-patient mental health facility or hospital

8 | Medical provider (doctor or nurse practitioner) who
{understands/understood} {{his/her}} mental health issues
9 | None were difficult to find

10 | Not sure
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How satisfied {are/were} you with:

36a. Amount of community services for people with mental health issues in your

36b.

[RELATION]'S area? [ROTATE HALF 1-5/5-1, ALWAYS SHOW NOT SURE AT BOTTOM.
MAINTAIN SAME ROTATION FOR ALL Q36 SERIES]

1-Notatall satisfied .......ccccovviiiiiii e 1
2 ettt e e e, 2
G J 3
TR 4
5 —Very satiSfied ...........uuuuiiiiiiiiiiiiiiiiii e 5
NOU QUM e ittt er e ea e 9

Quiality of community services for people with mental health issues in your
[RELATION]’'S area? [SHOW SCALE IN SAME ORDER AS Q36A]

1-Notatall satisfied .........ccooeveiiiiiiiii e, 1
2 2
K J TR 3
G s 4
5—Very satisfied........cccoooiiiiiiiiiii e 5
I 0T ] U = 9

INPATIENT SERVICE

37.

38.

In the time you have {been providing/provided} care to your [RELATION], {has/did}
{{ne/she}} ever {gone/go} to an emergency room, hospital, or other facility due to
an urgent or crisis situation for {{his/her}} mental health issues?

D (=S 1
L0 P 2 [SKIP TO Q40]
I L0 B 1 = N 3 [SKIP TO Q40]

Of all the times your [RELATION] went to an emergency room, hospital, or other
facility due to an urgent mental health issue, do you feel {{he/she}} was ever sent
home too early or too quickly?

D (= 1
N [0 2
N[0 =Y U1 (=TT 3

10
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FINANCES, LEGAL

40.

41.

43.

44.

45.

46.

{Do/Did} you help manage your [RELATION]’s care paperwork or finances,
including forms, bills, payments, or health insurance?

N O ettt ettt ettt 2 [SKIP TO Q43]

[IF HELPS MANAGE CARE PAPERWORK (Q40=1), ASK]: How time consuming {is/was}

it for you to help your [RELATION] with {{his/her}} care paperwork or finances?
[ROTATE 1-5/5-1]

1 - Not at all time conSUMING .........ccoovvviiiiiiieeeeeeee e 1
2 ettt ————————————————————————————————————————————————————————— 2
R 3
A e ———— 4
5 — Very time CONSUMING .......uuuuuumumriiiiiiiiiiiiiiiiiiiieineneneenannanes 5
NOT SUIE ...t e e e e e e e e e e e eees 9

How financially dependent {is/was} your [RELATION] on {{his/her}} family or
friends? [RANDOMIZE HALF 1-5/5-1, SAME ORDER AS Q41]

1-Notatalldependent..............coovimiiiiiiiiieee e, 1
2 ettt ettt ——————————————————————————————————————————————————————————. 2
R 3
PP 4
5 - Completely dependent ..............ccoeeiiieeiiiiiiiiiiiiee e, 5
NOT SUIE ... e e e 9

{Do/Did} you have any legal responsibility for your [RELATION], such as
guardianship, power of attorney, or medical power of attorney?

Y B s 1
1 [0 T 2
(N[0 B U | £ 3

{Do/When you were last providing care, did} you want more information or help
dealing with legal issues related to your [RELATION]?

11
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STRESS OF CAREGIVING

47.

48.

49.

50.

How emotionally stressful would you say that caring for your [RELATION] {is/was}

for you? [ROTATE 1-5/5-1]

{Do/Did} you or your [RELATION] have plans in place for who {will take/would have

taken} care of {{him/her}} if you {are/had been} unable to?

As a caregiver, how much do you agree or disagree with each statement?

[ROTATE 1-5/5-1]

Strongly Strongly
disagree | Disagree | Neither Agree agree
a. | | {have/had} less time 1 2 3 4 5
for myself than |
{like/liked}
b. | My [RELATION] 1 2 3 4 5
{shows/showed} real
appreciation for what |
{do/did} for {{him/her}}
Helping my [RELATION] 1 2 3 4 5
{helps/helped} me feel
close to {{him/her}}
d. | I {find/found} it difficult to 1 2 3 4 5
take care of my own
health
e. | | {feel/felt} alone 1 2 3 4 5

{How would you describe your health?/When you were last caregiving, was your

health...}? [ROTATE 1-5/5-1]

12
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51.

How would you say taking care of your [RELATION] [IF PAST (Q7=2): has] affected
your health? [ROTATE 1-3/3-1]

Y = Y0 (S| B o 1<) (= GO 1
[NT6] A= 11 1=Te3 (=)o [N 1 PR 2
MAE T WOISE .., 3

CAREGIVER SUPPORT & INFORMATION

52.  Which of the following policies or programs would {be/have been} most helpful to
you as a caregiver? [RANDOMIZE 1-4, KEEP NONE AT BOTTOM]
Training for law enforcement and first responders about
mental or emotional health ISSUES............ocoovviiiiiiiiiii e, 1
Requiring health insurance plans to cover mental or emotional
health care at similar levels as they cover medical
(072 | (ST 2
Education for you about caring for someone with a mental or
emotional health iISSUE ...............uviiiiiiiiiiiiiiiiee 3
Care navigator to help you or your [RELATION] figure out mental
health care system and service providers ...........ccccccceeeeeennn. 4
None of the abOVe ... 9
HARMING
53. Have you ever been concerned that your [RELATION] would do any of the
following? Please select all that apply. [SHOW RESPONSES IN ORDER, MULTIPUNCH
1-5]
Be hurt by SOomeone ... 1
DESIrOY PrOPEITY . ceveeeiie et 2
HUM themsSeIVES........cooieeee e 3
Hurt you or SOMEONE €ISE .....ccooeeeeiiiieiiiiee e 4
Other [SPECIFY REQUIRED: ] et 5
None of the above ... 6
54. {Have/Were} you {ever been/ever} concerned that your [RELATION] would die by
suicide?
Y S ettt enaaas 1
N O e 2
55.  What is the one thing that would {help/have helped} you most as a caregiver of

someone with mental illness? [OPEN-ENDED]

13
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DEMOGRAPHICS

Finally, we just have a few basic questions for classification purposes only.
56. Did your [RELATION] serve in the US armed forces?

D 0= 1
N [0 T 2
N[0 R 1 = 3

57. {Does/Did} your [RELATION] live in a rural area [IF PREVIOUS CAREGIVER: at the
time you provided care]?

58. Areyou...

59. What is the last grade of school you completed?

Less than high school ..........ccooooiiiiiii 1
High school grad/GED...........ccccccciiiiiiiiiiiiiiiiieeeeee 2
SOME COIEGE ... i 3
Technical school or associate’s degree...............cceeeeeeeee. 4
College graduate with bachelor's degree ...........ccccoooeeeeee. 5
Graduate school/ Grad work or professional degree............. 6

60. {Are/When you were last caregiving, were} there any children or grandchildren
living in your household under 18 years of age?

D (TP 1
N O e 2
Decline to reSPONd.........ccooviiiiiiiiiiiiiiieee 3

61. Are you Hispanic or Latino?
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62. Areyou...
Please select all that apply. [ALLOW MULTIPUNCH 1-5]

LAY o1 ( TR 1
African-American/Black ............covivvviiiiiiiiiii e, 2
Asian/Pacific ISIander ... 3
Native American/Alaskan Native ...........cccooevvviieiiieeiiieeeennn, 4
Other [SPECIFY PR 5
Decline to reSPoNd...........ovviiiiiiii e 6

63. {What is/At the time of caregiving, what was} your annual household income?

UNAEr $15,000 ..oooeeniiiiiiieeeeeeeee e 1
$15,000 t0 $29,999... .. 2
$30,000 t0 $49,999... .. 3
$50,000 t0 $74,999... . 4
$75,000 10 $99,999... .. i 5
$100,000 OF MOTE ...eveeeiiriieeeeciteeeeeesiree e e e e e e e e e e e s snaeeeas 6
Decline to reSPONd.........ccoovviiiiiiiiiiiiiiiee 7

64. Do you have any final comments, either about your experiences as a caregiver or
about this survey?

NO COMIMBNT ... 99

CLOSE: Thank you for participating in this important research project. You can see
results of this study on www.caregiving.org in late 2015/early 2016.
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