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Age group

Race/ethnicity

Education

Employment

Annual income ($)

Currently married

General health

Has obesity

Has depressive disorders

Average number of comorbidities

Length of providing care

Hours of caregiving per week

Care recipient has Alzheimer’s

disease

Provides personal (ADL) care

Provides household (IADL) care

18-39

40-64

65+

Female

Male

‘White

Black

Asian

Hispanic

Other

Bachelor’s or higher
Less than bachelor’s
Currently employed
Not employed
Retired

Student

<50k

50-99.9k

100k+

Yes

No

Poor or fair

Good, very good, or

excellent

Yes

No

Yes

No

Mean (SD)
6months or more
Less than 6 months
20h or more

Less than 20h

Urban
64,304 (85.9)

Weighted %
187

499
314
60.7
393
728
104

23

95

435
56.5
516
185

281

345
263
226
585
a5

185

815
374
626
256
744

0.60 (0.93)
721
279
310

69.0

149
8.1
490
510
795
205

Rural

10,518 (14.1)

Weighted %
151
638
381
606
394
841
77
02
32
48
300
700
6.1
196

331

442
252
123
633
367

232

768
a5
585
254
746

0.69 (1.00)
727
273
320

680

137
863
486
514
783

217

<0.001

0.136

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001

0.055

<0.001

<0.001

<0.001

<0.001

<0.001

<0.001
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Themes Sub-themes

Barriers to diagnos

Lack of knowledge and awareness of dementia
Emotional denial

Resistance from the PWD

Delays in the healthcare system

Faciltators of diagnosis- Synergy between awareness of dementia and an

secking active diagnosis-seeking intention

Incidental diagnosis resulting from secking

treatment for comorbid conditions
Barriers to treatment-secking | Challenges from PWD and the disease

Challenges faced by caregivers when seeking
treatment for PWD

Challenges imposed by the COVID-19 pandemic

Facilitators of treatment- Caregivers’ capabilities of handling PWD

secking

Cooperation/compliance from PWD

Integrated care plan for PWD
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Topics Questions

“Tell me something about yourself
‘Whats your relationship with the persons with dementia
(PWD)?
How long have you stayed with the PWD?
Rapport building § .
Or how often did you vsit the PWD?
‘What do you know about dementia?
How did you get to know this information?
When did you start taking care of the PWD?

Is it before or after the formal diagnosis?

Ifbefore—(1) When did you decide to take (the patient] to
sce the doctor? Or what made you think [the patient]

should see the doctor?

(2) Can you share a bit more about the process of secking
diagnosis for [the patient]?

Diagnosis-seeking  (3) Did you encounter any challenges or difficulties during
the diagnos

seeking process? (e.g., from family members,
healthcare system, etc.) If yes, please elaborate.

(4) How did you feel when you got to know the diagnosis of
(the patient]?

I afier—(1) how did you feel when you had to take over the
caregiving responsibility?

What are the challenges and barriers you encountered

during the treatment-seeking process?
‘Treatment-seeking
How do you think these challenges and barriers could

be overcame?





OPS/images/fpubh-12-1396056/fpubh-12-1396056-t002.jpg
\ELELIES Mean (SD)

Age (years) 56.3(6.5)
N %

Male 6 207
Gender

Female 2 793

Chinese 2% 897
Ethnicity Malay 2 69

Indian 1 34

Spouse 2 69
Relationship with person with = Daughter 20 690
dementia Son 4 138

Others 3 103
Domestic helper tosupport | Yes 15 520

daily caregiving activities No 14 480
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ltem

Dimension

=+ SD;

Score (3

It is hoped that medical staff can share decision-making and discuss advance care planning with End-of-life knowledge needs 4.4240.78
family members

I hope the older adult die peacefully and with dignity, surrounded by family members Spiritual care needs 4.42 £ 0.66
Hope to help me adjust the fear and sadness caused by the old man’s death Emotional regulation needs 440 £0.76
Hope to provide me with simple treatment guidance and emergency assistance at home when my Life care needs 4.40£0.73
condition changes or accidents occur (such as falling down from the bed or choking)

It is hoped that institutions and medical staff will provide on-site formal care assistance (such as drug | Social support needs 4.25+0.65
administration, disease monitoring services, and guidance for practical operations).
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Variable ERN SSN SCN

Older adults type of disease

Non-cancer chronic diseases 1578 £3.53 23.95+£4.57 24.99 % 5.07 16.95 £ 3.06 23924273 14.63£2.24 12022+ 16.15
Cancer 1539 £3.25 24.74 £ 4.06 2588 +4.79 18.18 £2.96 24.15 4 2.69 14.61 £2.17 122.95 4 14.24
/F 0873 ~1.369 —1.346 —3.058 —0.638 0.045 —1.343

P 0.384 0.173 0.18 0.003 0.524 0.964 0.181
Older adults duration of illness (year)

<1 14.58 £3.39 23.88 +4.48 24344521 1662 £3.13 23.554+2.84 14.21£2.19 117.16 + 15.97
1-3 15.67 £2.90 2499 £421 26,024 4.48 1827 £2.82 2430 +2.20 15064206 | 124.32%13.10
>3 16.54 £ 3.67 24,09 +427 25914 5.03 17.78 £3.05 24234 3.05 14.54 £2.31 123.09 % 15.96
tF 6.258 1.462 2737 6.093 1.787 3.050 4.891

P 0.002 0.234 0.067 0.003 0.170 0.049 0.010
Older adults number of comorbidities (kind)

1 1523 £3.29 24.15+4.46 24914+ 4.83 17.31£3.10 23.83 +2.50 14.43£2.13 119.88 + 14.38
2 1558 £3.13 24.14+3.82 2546+ 5.27 17.54 £3.11 23.77+2.82 14.59 +£2.23 121.08 + 15.21
>3 16.71 £ 4.04 2546+ 4.83 27.144 425 18.54 £2.73 25264 2.84 15.29 £2.30 128.40 % 16.56
tF 2.590 1.368 2.781 2.193 4.370 2.035 4.393

P 0.077 0.257 0.064 0.114 0.014 0.133 0.013
Older adults self-care ability

Completely capable of 15.16 +2.90 2459 +3.95 2583 £4.92 1822+2.58 24414234 14.66 % 2.00 122.86 % 12.98
Most able to 1539+ 328 23.58 £ 4.50 24.59 % 5.08 17.23£3.28 23.74 4259 14.43£221 118.95 + 15.32
A part of 15.60 £ 3.60 24.56 £ 4.39 25.38 + 4.41 17.10 £ 3.10 2336+ 2.91 14.40 £ 2.00 120.40 % 14.25
Completely unable 17.04 £4.05 2589 £4.10 2743 £501 18.21£3.07 25394291 15.54£2.73 129.50 £ 18.54
tF 2152 2252 2.556 2.081 4.304 2.032 3.765

P 0.095 0.083 0.056 0.104 0.006 0.243 0.044
Older adults age (year)

60-69 15.77 £3.48 24.90 + 4.30 26.07  4.88 1821 £2.97 2417 £2.75 14.69 +2.31 12382 1542
70-79 15.13£3.27 23.78 £ 4.09 2444517 17.03 £2.98 23.77£2.55 14.42 £2.02 118.57 + 13.53
>80 16.07 £3.39 2427 £477 26,05+ 4.34 17.30 £3.23 2427 +291 14.86 £2.32 122,82+ 17.23
tF 1.366 1535 2914 3.638 0.706 0.678 2.887

P 0.257 0218 0.056 0.028 0.495 0.509 0.047
Older adults education level

Primary school and below 15.37 £2.99 2361 £4.11 24.87 £5.01 17.02 £3.07 2378 £2.63 14.37 £2.06 119.02 £ 13.93
Middle school education 1525+3.73 2433 +4.35 25524 5.03 17.78 £2.95 24.15 £ 2.66 14.58 +2.34 121.61 % 16.40
High school education or technical 17.00 £ 4.47 2654 £ 4.12 2631477 18.69 £ 2.87 24314388 15314225 128.15 4 14.75
secondary school

Junior college and above 17.35+£3.45 2829+ 348 28.7142.42 20.12+ 1.97 2529+ 2.14 16.12 £ 2.09 135.88 + 11.38
HEF 274 7.71 3273 6.372 1.705 3.737 7.614

P 0.104 0.000 0.000 0.000 0.167 0.012 0.000

SCN, symptom control needs; LCN, life care needs; ERN, emotional regulation needs; SSN, social support needs; EKN, end-of-life knowledge needs; SCN, spiritual care needs; TS, total score.

The bold indicated the p < 0.05.
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Variable SCN ER SSN EKN TS
Gender

Male 14.86 + 3.14 24.11 % 4.46 25.27 +4.85 17.61 £ 3.22 23.98 +2.40 1453 +2.11 120.35 % 15.19
Female 16.02 % 3.47 24.50 +4.25 25.55 4 5.01 17.56 + 2.98 24.07 +2.88 14.68 +2.26 122.37 £ 15.27
tF -2.52 —0.655 —0.406 0.12 —0.256 —0.484 —0.963

3 0.012 0513 0.685 0.905 0798 0.629 0.336
Age (year)

18-40 163+353 248+458 26.59 & 4.57 18.05+3.25 24.81+2.39 1531231 125.88 & 16.53
41-59 1514325 242+440 25.25 %+ 4.94 17.64 % 3.08 2389271 14.49 %+ 1.98 120.59 & 14.14
>60 15.6 4341 24.1£4.03 2475+ 5.14 17.10 £ 2.86 2359 +2.85 1422+229 119.45 % 15.11
HF 2251 0.445 2331 1.554 3.523 4.293 3.254

P 0.108 0.641 0.1 0214 0.031 0.015 0.04
Marital status

Unmarried 16.10 £ 4.61 25.20 % 4.66 26.80 & 5.87 18.10 +4.10 25.00 +3.16 15.40 +2.07 126.60 % 22.09
Married/cohabitation 1553+ 3.34 2429433 2547 % 4.80 17.56 % 3.02 24.02+2.65 14.59 +2.20 121.46 = 14.91
Divorce 18.00 % 1.41 26.50 & 3.54 15.50 % 6.36 1750+ 3.54 21.00 % 5.66 13.50 + 3.54 112.00 £ 7.07
tF 0.645 0.46 458 0.15 1915 0.902 0.944

P 0.526 0.632 0.011 0.861 0.15 0.407 0.351
Education level

Junior high school and 1538 £ 3.08 2395+ 4.17 2549 % 4.58 17.20 4+ 3.04 2380 +2.58 1437 +£2.13 120.18  13.93
below

High school or junior 1529+ 342 24.80 & 4.39 2504 %528 17.44 £ 2.96 2396 +2.98 14.93 +2.07 121.47 £ 16.19
college

College or above 16.46 = 4.09 25.07 & 4.65 25.70 & 5.64 18.83 +2.97 2478 £2.72 15.04 +2.45 125.87 £ 17.32
tF 1.96 1454 0211 5.072 2285 2203 2416

P 0.243 0236 0.81 0.007 0.104 0.113 0.092
Health status

Very good 1542+ 3.55 2418 £4.32 24.28 % 5.07 17.16 + 3.18 2427 +£2.43 14.58 +2.30 119.89 & 16.40
Normal 15.65 £3.25 2527 £4.40 2637 £4.12 18.06 £ 3.24 24.18 £2.99 14.89 £2.04 124.41 £ 14.40
Not good enough 15.77 £ 3.40 2371+4.15 2590 & 4.94 17.81 £ 2.62 2381 £2.53 1458 +1.93 121.58 & 14.24
Poor 15.63£3.38 2313416 2644 % 6.48 17.13£2.73 2275+3.19 13.75+2.93 118.81 & 14.41
tF 0.129 1914 2.894 1.352 1.619 12 1.364

P 0.943 0.128 0.042 0.258 0.186 0311 0.255
Caregiving burden

No burden of care 15.58 £ 3.90 23.36 +4.37 23154611 17.27 £3.62 24124295 14.824£2.39 118.30 & 18.02
Alittle burden of care 15.76 £ 3.29 24.85+4.54 25.03 & 4.40 17.83 £2.98 2449 £2.49 14.94 £ 1.95 122.89 £ 15.21
Heavy burden of care 1534 £334 24.07 £3.95 2691 % 4.69 17.38 +2.95 2340 £2.79 1412 +2.36 121.23 £ 13.99
tF 0.357 1.776 8.064 0.692 3.873 3.433 1.189

P 0.7 0.172 0.002 0.502 0.022 0.034 0.306
Religious belief

No 1547 £3.22 24234426 2543+ 4.94 17.49 £3.02 23.97 £2.68 14.53£2.15 12112 & 14.63
Yes 16.94 £4.93 2582+494 25.59 4 5.03 18.71 £3.46 2482 £2.94 15.71£2.57 127.59 £ 20.90
HF —1.21 —1.467 —0.125 —1.58 —1.251 2133 —1.252

P 0.243 0.144 0.902 0.115 0212 0.034 0.227
Relationship with the dying older adult

Spouse 14.66 % 3.09 2384 £377 24.99 4 5.36 17.12£2.92 2352£2.70 14.04£223 118.17 & 13.89
Children 16.10 +3.55 24.80 & 4.68 26.04 % 4.57 17.98 £ 3.11 2452+2.64 1498 +2.11 124.43 £ 1590
Grandchildren 1457 £2.88 2343 £3.60 2314515 17.14 £ 339 2386+ 1.57 1543+ 1.9 117.57 & 14.67
Sibling 15.89£2.32 23444371 23224554 16.44 4 3.54 2211+3.52 13.78 +2.33 114.89 £ 9.98
Other 17.40 £ 3.51 23.60 £ 4.98 24.60 %+ 4.72 1720+ 1.79 23.60 + 1.34 14.80 +2.28 121.20 £ 15.82
HF 2.779 0.819 1.51 136 2,974 2.875 2.702

P 0.028 0514 0.2 0.249 0.02 0.024 0.031
Length of caregiving (month)

1-6 14.87 £2.85 2421422 25.60 & 4.20 17.47 £ 3.05 2393+2.54 1454 +2.04 120.61 & 13.76
6-12 15.92 4 3.49 23294391 24.19 £ 5.39 17.17 £ 2.96 2381 +2.80 14524211 118.90 & 14.15
>12 16.62 +3.94 2553 +4.63 26.23 % 5.63 18.13£3.15 24.43£2.92 14.87 +2.55 125.82 4 17.93
HF 5.79 3.977 2527 1.511 0.92 0.512 3.423

P 0.006 0.02 0.134 0.223 04 0.6 0.034
Household incomes per capita(yuan)

<3,000 1532+ 3.14 24024398 2622 £ 4.85 17.00 % 3.09 2371+2.74 1435+223 120.63 £ 15.07
3,000-4,999 1571+ 343 24.55 £ 4.50 25.52 % 4.47 18.10 £ 2.91 2453+2.55 1483 £2.16 12324 £ 1525
>5,000 15.88 £ 3.86 24,65+ 473 23.58 4 5.62 17.79 £ 3.18 23.74+2.85 14.79 +2.20 120.44 & 15.64
HF 0515 0.468 4.369 3.112 2394 1222 0.819

P 0.598 0.627 0.014 0.046 0.094 0.297 0.442
Caregiving experience

No 1524 £331 23.86+4.25 2517494 17.24 £3.00 23.89 £2.56 14.39 £2.12 119.80 £ 14.51
Yes 16.59 % 3.46 25.80 +4.27 26.25 + 4.87 18.59 % 3.06 24.46 +3.08 1532231 127.02 % 16.19
tF —2.604 —2.957 —1417 —2.891 —1.251 —-2.795 —-3.129

P 0.01 0.003 0.158 0.004 0214 0.006 0.002
Burden of payment for treatment

No burden 1513 £348 24.27 £3.96 2140 £5.99 18.47 £2.90 23.60 £2.53 14.53 £2.26 117.40 £ 14.55
Alittle burden 16.48 £3.92 2530+4.75 25.04 +4.93 18.43 £3.08 2488 £2.78 15.48 £2.08 125.61 £17.22
Moderate burden 1537 £3.23 23.98 & 4.56 24.82 £4.50 17.24 £3.19 23.94£2.53 14.69 £2.05 120.04 £ 14.75
Heavy burden 1526 +3.10 24.02 % 4.00 26.54 % 4.65 17.15+2.94 23.69 +2.71 14.13£2.20 120.80  14.18
tF 1.801 1235 5.802 2.780 2,559 4.818 1.963

P 0.148 0298 0.001 0.042 0.056 0.003 0.120

SCN, symptom control needs; LCN, life care needs; ERN, emotional regulation needs; SSN, social support needs; EKN, end-of-life knowledge needs; SCN, spiritual care needs; TS, total score.

The bold indicated the p < 0.05.
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Dimension Variable® Unstandardized Standardized Standardized 2 Cumulative
R2

coefficients coefficients coefficients
B SE B

SCN Constant 8.385 1.156 0.188 0.158 7.251 0.000
Relationship with 1.723 0.461 0.253 3.736 0.000
the dying older
adult (children)

Caregiver’s 1.303 0.434 0.187 3.006 0.003
gender

(female)

Length of 0.780 0.261 0.195 2.988 0.003
caregiving (>12

month)

Older adults 0.771 0.267 0.181 2.886 0.004
duration of illness

(year)

LCN Constant 19.878 0.999 0.117 0.105 19.889 0.000
Caregiving 1.620 0.652 0.162 2.483 0.014
experience (yes)

Older adults 1.341 0.309 0.278 4.335 0.000
education level

ERN Constant 21.679 2313 0.181 0.154 9.373 0.000
Caregiver’s marital -12.1 3.642 —0.231 —3.322 0.001
status (divorce)

Caregiving burden 1.573 0.560 0.218 2.807 0.005
(heavy burden of

care)

Older adults 1.102 0.343 0.200 3.210 0.002

education level

SSN Constant 12.403 1.620 0.209 0.180 7.673 0.000
Caregiver’s 0.543 0255 0.143 2.128 0.035
education level
Caregiving 1.082 0433 0.153 2.502 0.013
experience (yes)

Older adults type of 1.147 0.471 0.188 2.436 0.016
disease

Older adults 0.879 0.251 0.229 3.501 0.001
duration of illness

(year)

Older adults 0.628 0223 0.184 2.815 0.005
education level

EKN Constant 24.453 1.144 0.098 0.064 21.373 0.000
Caregiving burden 0.527 0.265 0.133 1.988 0.048
Older adults 0.622 0.249 0.17 2.495 0.013
number of
comorbidities
(kind)

SCN Constant 13.446 1.183 0.165 0.122 11.367 0.000
Caregiving 0.863 0.325 0.170 2.659 0.008
experience (yes)

Older adults 0.446 0.158 0.182 2.821 0.005
education level

TS Constant 100.368 6.166 0.227 0.183 16.277 0.000
Caregiving 5.794 2235 0.165 2.593 0.010
experience (yes)

Older adults 2.664 1.304 0.14 2,043 0.042
duration of illness

(year)

Older adults 4.511 1.07 0.266 4217 0.000

education level

SCN, symptom control needs; LON, life care needs; ERN, emotional regulation needs; SSN, social support needs; EKN, end-of-life knowledge needs; SCN, spiritual care needs; TS, total score.
“Dummy variables: relationship with the dying older adult (spouse) = 0, Caregiver's gender (male) = 0, length of caregiving (1-6 month) = 0, older adults duration of illness (<1 year) = 0,
Caregiving experience (no) = 0, older adults education level (primary school and below) = 0, caregiver's marital status (unmarried) = 0, caregiving burden (no burden of care) = 0, older adults
type of disease (non-cancer chronic diseases) = 0, older adults number of comorbidities (1 kind) = 0.
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Characteristics N Percentage

(%)

Gender Male 121 54.0

Female 103 46.0
Age (year) 60-69 9 2.0

70-79 86 384

>80 14 19.6
Marital status Unmarried 3 1.3

Married/cohabitation 176 78.6

Divorce 4 18

Widowed 41 18.3
Education level Primary school and 127 56.7

below

Middle school 67 29.9

education

High school 13 58

education or technical

secondary

school

Junior college and 17 7.6

above
Medical insurance Insurance for urban 119 53.1
payment method workers

New rural 85 37.9

co-operative medical

system

Commercial health 6 27

insurance

Self-paying 14 63
Duration of illness <1 73 32.6
(year)

1-3 82 36.6

>3 69 30.8
Number of 1 115 51.3
comorbidities (kind)

2 74 33.0

>3 35 15.6
The type of disease Non-cancer chronic 110 49.1

diseases

Cardiovascular 45 20.1

diseases

Chronic respiratory 30 134

diseases

Nervous system 15 67

diseases

Cerebrovascular 12 5.4

diseases

Other 8 35

Cancer 114 50.9

Lung cancer 49 219

Liver cancer 25 11.2

Colorectal cancer 18 8.0

Leukemia 9 4.0

Esophageal cancer 8 36

Other 5 22
Self-care ability Completely capable of 58 259

Most able to 88 39.3

A part of 50 223

Completely unable 28 125
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Percentage

(%)

Gender Male 85 379

Female 139 62.1
Age (year) 18-40 58 259

41-59 97 43.3

=60 69 30.8
Marital status Unmarried 10 4.5

Married/cohabitation 212 94.6

Divorce 2 09
Education level Junior high 133 594

school and

below

High school or 45 20.1

junior

college

College or above 46 205
Health status Very good 89 397

Normal 71 317

Not good enough 48 214

Poor 16 7.1
Religious belief No 207 92.4

Yes 17 7.6
Caregiving burden No burden of 33 147

care

Alittle burden of 109 48.7

care

Heavy burden of 82 36.6

care
Relationship with Spouse 77 344
the dying older adult

Children 126 56.5

Grandchildren 7 31

Sibling 9 4.0

Other 5 22
Length of caregiving | 1-6 112 50.0
(month)

6-12 52 232

>12 60 26.8
Household incomes <3,000 94 420
per capita (yuan)

3,000-4,999 87 38.8

>5000 43 19.2
Caregiving No 168 75.0
experience

Yes 56 25.0
Working condition Working 116 51.8

Non-working 108 48.2
Burden of payment | No burden 15 67
for treatment

Alittle burden 56 25.0

Moderate burden 49 219

Heavy burden 104 46.4
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Dimension

otal score (x +

Index of score (%)

Symptom control needs 5-25 15.58 £3.39 62.32
Life care needs 7-35 24.35+4.33 69.57
Emotional regulation needs 7-35 2544 +4.94 72.69
Social support needs 5-25 17.58 £ 3.07 70.32
End-of-life knowledge needs 6-30 24.04 £2.71 80.13
Spiritual care needs 4-20 14.62 £2.20 73.10
Total score 34-170 121.61 £15.24 71.54
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Independent

variable

Age
Annual income

Obtaining a training

certificate

Receiving training

Number of training days

1210

2632

8.042

0.158

0463

95%Cl

0039102379
~3.965 t0 1318

~9.493 10 ~6.522

~2924102551

~035510 1275

2047

3904

10658

0113

1117

0041

<0.001

<0001

0910

0264
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Variables Group Individual quality

dimensions
(Mean + SD)
Salary and High 1350£092
compensation  Moderate 1321139 0921 0399
assesment Low 13.06%1.63
Heavy 13362110
Workload
Moderate 13112154 1455 0234
evaluation
Light 13254165
Satisfied 13382118
Neutral 1296167 7415 0001

assessment

Dissatisfied 1220£2.15
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Gender

Age

Household registration

Marital status

Educational level

Annual income

‘Training qualification

certificate

Receiving training

Number of days of

training

Years of employment

Group

Male

Female

Under 50years old
Aged 50 to 60years
Above 60years old
Rural area

Urban area

In marriage
Non-in marriage
Elementary school and below

Middle school (junior high, senior high,
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Dimensions

Number of
items

Full score

Mean + standard
deviation

Maximum value

Minimum value

Caregiving knowledge
Caregiving skills
Individual attributes

Core competencies

27

7.93+3.03
1824528
1504163

41214888

54
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Group mber of cases Proportiol

Male 98 19.92
Gender

Female 394 80.08

Under 50years old 80 16.26
Age Aged 50 to 60 years 308 6260

Above 60 years old 104 2114

Rural area 448 9106
Household registration

Urban area 4 894

In marriage 479 97.36
Marital status

Non-in marriage 3 264

Elementary school and below 286 5813

Middle school (junior high, senior High, and
Educational level 202 4106
vocational school)

College degree, bachelor's degree, and higher 4 081
Less than 30,000 19 386
Annual income 30,000 to 50,000 304 6179
50,000 and above 169 3435
Yes 306 6220
Training qualification certificate
No 186 37.80.
Yes 454 9228
Receiving training
No 38 7.72
Less than 7 days. 192 39.02
Number of days of training 810 15days 120 239
More than 16days 180 3659
Less than 36 months. 26 4593

Years of employment
More than 36 months. 266 54.07
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Questionnaire Number of items  Scoring scale Character of Interpretation

questions

Caregiver Burden Inventory (CBI) u 0-5 Likert Scale Negative Score < 36 indi

teariskofa
burnout
Score > 24 indicate the need to seek

some form of respite care

Zarit Burden Interview (ZBI) 2 0-4 Likert Scale Negative Score range of 61-88 indicate a risk
of burden
Caregiver Strain Index (CSI) 13 Yes/No responses Negative Score < 7 indicate a risk of

extremely burden
Caregiver Strain Index plus (CSI+) 18 Yes/No responses Negative & Positive Score < 7 indicate a risk of
extremely burden

Positive Aspects of Caregiving (PAC) 9 0-5 Likert Scale Positive Higher scores mean a more positive
perception of the caregiving

experience
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Healtheare facilities HVol\lnteerorganizations ‘ Sacialjimedial ’

et Networking strategy ‘

Astana Almaty Semey Aktobe
(100 participants)

Participation involves completing a face-to-face, researcher-administered, structured questionnaire with
closed-ended questions

: Participation involves face-to-face interviews based ona semi structured questionnaire with
i open-ended questions
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Inclusi Exclusion

18 years of age Cognitive impairment or mental illness

Experience of providing informal care | No informed consent

for older adults aged > 65 years
Older adults should have at least two

limitations in actvities of daily iving.

Provision of informal care for > 2

weeks

Proficiency in either Kazakh or

Russian

Permanent residence in Kazakhstan
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Total ~ WHO-5 raw Below the threshold Above the threshold Total (% Statistic test Statistical value

(] score
N N

Gender “T-test (gender) (=189, df=372,p=0059
M 132 11.09 6.27 63 16.8% (30.1%) 69 18.4% (41.8%) 35.3% (100%)
P 242 10.06 6.23 146 39.0% (69.9%) 96 25.7% (58.2%) 64.7% (100%)
Tot. 374 11.01 6.27 209 55.9% (100%) 165 44.1% (100%) 100%
Age ANOVA (age) F=331,dfl =4, df2=134, p=0.005*
70-79 57 10.07 6.28 34 9.1% (16.3%) 23 6.1% (13.9%) 15.2% (100%)
60-69 139 1142 6.27 70 18.7% (33.5%) 69 18.4% (41.8%) 37.1% (100%)
50-59 101 1118 5.98 58 15.5% (27.8%) 43 11.5% (26.1%) 27.0% (100%)
=80 42 8.74 593 34 9.1%, (16.3%) 8 2.1% (4.8%) 11.2% (100%)
Under 50 35 14.06 6.36 13 3.5% (6.2%) 22 5.9% (13.3%) 9.4% (100%)

Tot. 374 1101 627 209 55.9% (100%) 165 44.1% (100%) 100%
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Care burden Mean  Lower 95%Cl  Upper 95%CI Variance  Never (0) Rarely (1)  Sometimes (2) Often (3) ~ Almost always (4)

N N N N % N
1. Not having time for oneself 386 219 208 230 113 128 B 8s 6 171 133 345 103 267 51 132
2. Feeling stressed 386 225 213 237 119 143 43 111 51 132 119 308 114 295 59 153
3. Feeling fatigue 386 207 195 219 121 147 54 14 60 155 125 324 99 256 48 124
4. Feeling of insecurity 36 138 126 149 115 133 05 272 15 298 101 262 507 20 52

The CI of the mean assumes sample means follow a t-distribution with N - 1 degrees of freedom.
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Statistic

test

Statistical value

Gender

Care burden total score (mean

score for the fou

ms)

1. Not having time for oneself
2. Feeling stressed

3. Feeling fatigue

4. Feeling of insecurity

Age

Care burden total score

T-test

T-test
T-test

T-test

ANOVA

135,df=384, p=0.178

118, df=384, p=0237

2,08, df=384, p=0.038*

1.90, df=384, p=0.059

101, df=384,p=0311

F=3.67,dfl =
p=0007*

df2=128,
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Cope index subscale for care N
burden

Missing

Mean

Lower 95% CI

Upper 95% C

SD

Variance

Do you find caregiving too demanding? 385

. Does careg

ing cause difficulties in your 385

relationship with your friends?

3. Does caregiving have a negative effect on your 386
physical health?
4. Does caregiving cause difficulties in your 387

relationship with your family?

5. Does caregiving cause you financial difficulties? 385
6.0 you feel trapped in your role as caregiver? 386
7. Does caregiving have a negative effect on your 386

emotional well-being?

253
208

161

172
210

204

The CI of the mean assumes sample means follow a t-distribution with N - 1 degrees of freedom.

244

198

187

153

163
201

195

262

218

204

169

181
220
213

0.893

0.986

0.871

0778

0.907
0.975

0.901

0.797

0972

0759

0.606

0823
0.950

0811
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Gender
Overall Cope Index subscale for care burden
1. Do you find caregiving too demanding?

2. Does careg

with your friends?

ing cause difficulties in your relations
3. Does caregiving have a negative effect on your physical health?

4. Does caregiving cause difficulties in your relationship with your family?
5. Does caregiving cause you financial diffculties?

6. Do you feel trapped in your role as caregiver?

7. Does caregiving have a negati

effect on your emotional well-bei

Age

Cope Index subscale for care burden

T-test

Ttest
Ttest
T-test
T-test
T-test
T-test

T-test

ANOVA

178, df

76, p=0.076

07238, df=383, p=0.470

12232, df=383, p=0222

23478, df=384, p=0.019*

16848, df=385, p=0.093
1200591, df=383, p=0.953

0.6655, df=384, p=0.506

25350, df =384, p=0.012*

F=156, dfl =4, df2=123, p
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