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Excludes care provided by professionals or through 
organised volunteer services [2]. 

Care provided includes personal care, healthcare, and 
other assistance [3].

INFORMAL CARE

3

Informal care is defined as the provision of unpaid 
care or assistance with activities of daily living, to 
individuals who need help, due to chronic health 
conditions, disability or old age [1]. 

Ref: [1] Colombo F, Mercier J. Help wanted? Fair and sustainable financing of long-term care services. Appl Econ Perspect Policy. 2012;34(2):316–32; 
[2] Broese van Groenou MI, De Boer A. Providing informal care in a changing society. Eur J Ageing. 2016;13:271–9; [3] Committee on Family Caregiving for Older 
Adults, Board on Health Care Services, Health and Medicine Division, National Academies of Sciences, Engineering and M. Families caring for an aging America. 
Washington (DC): National Academies Press (US); 2016.
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4ASEAN’S DEMOGRAPHIC TRENDS 
FROM 2000–2022

The demographic trend has shifted with the percentage of the elderly people (aged 65+) increasing over the past 
two decades in ASEAN countries [1].
Ref: [1] ASEANstats. ASEAN Statistical Brief [Internet]. Vol 3 (December 2023); 2023. Available at: https://www.aseanstats.org/publication/asb202312



Malaysia’s demographic structure has shifted towards an 
ageing population [1]. 

The ageing population along with the rise in incidence of 
chronic and degenerative diseases - points towards an 
increased need for informal care provision [2].

Family or friends - first line of support for informal care, as 
cultural values and norms pertaining to perceived family 
obligation influence people to care for their next-of-kin [3-
5].

CONTEXT OF 
MALAYSIA

5

Ref:  [1]  ASEANstats. ASEAN Statistical Brief [Internet]. Vol 3 (December 2023); 2023. Available at: https://www.aseanstats.org/publication/asb202312; [2] 
Hayashi R. Demand and supply for long-term Care for Older Persons in Asia; 2019; [3] Broese van Groenou MI, De Boer A. Providing informal care in a changing 
society. Eur J Ageing. 2016;13:271–9; [4] Abu Bakar SH, Weatherley R, Omar N, Abdullah F, Mohamad Aun NS. Projecting social support needs of informal 
caregivers in Malaysia. Heal Soc Care Community. 2014;22(2):144–54; [5] Schulz R, Beach SR, Czaja SJ, Martire LM, Monin JK. Family caregiving for older adults. 
Annu Rev Psychol. 2020;71(1):635–59.
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6PREVALENCE OF INFORMAL 
CAREGIVERS
Overall, the prevalence 
of informal caregivers 
in Malaysia (5.7% of the 
adult population) was 
low as compared to 
other Asian countries.

Ref: [1] Jacob L, Smith L, Jackson SE, Shin JI, Haro JM, Vancampfort D, Stubbs B, Koyanagi A. Informal caregiving and physical activity among 204,315 adults in 38 low- and middle-
income countries: A cross-sectional study. Prev Med. 2020 Mar;132:106007. doi: 10.1016/j.ypmed.2020.106007. Epub 2020 Jan 27. PMID: 32001307.; [2] SDD-SPPS Project 
Working Papers Series: Long-Term Care For Older Persons In Asia And The Pacific. UNESCAP, Bangkok, 2015.; [3] Kong, YL., Anis-Syakira, J., Jawahir, S. et al. Factors associated with 
informal caregiving and its effects on health, work, and social activities of adult informal caregivers in Malaysia: findings from the National Health and Morbidity Survey 2019. BMC 
Public Health 21, 1033 (2021). https://doi.org/10.1186/s12889-021-11022-1.

Malaysia:
5.7%



7PREVALENCE OF INFORMAL CAREGIVERS AMONG THE 

POPULATION AGED 50+

• Malaysia : 4.3% (95% CI: 3.6-5.1) (NHMS 2019) [2].

Ref: [1] OECD (2023), Health at a Glance 2023: OECD Indicators, OECD Publishing, Paris, https://doi.org/10.1787/7a7afb35-en.; [2] Author’s own analysis using NHMS 2019 data.; [3] Courtin E, Jemiai N, Mossialos E. 
Mapping support policies for informal carers across the European Union. Health Policy. 2014 Oct;118(1):84-94. doi: 10.1016/j.healthpol.2014.07.013. Epub 2014 Aug 1. PMID: 25132460.

https://doi.org/10.1787/7a7afb35-en
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Caregivers who spend long hours caring for others are at a 

higher risk of:

• experiencing negative impacts on their daily life and 

health [1]

• forced early retirement [2]

• reduced working hours [2]

• limited leisure time [3] and

• increased financial burden [4].

IMPACTS OF CAREGIVING INTENSITY

Ref: [1] Ueshima H, Yozu A, Takahashi H, Noguchi H, Tamiya N. The association between activities of daily living and long hours of care provided by informal caregivers using a nationally representative survey in Japan. SSM Popul Heal. 2020;11:100565.; [2] Jacobs JC, Van Houtven CH, Tanielian T, Ramchand 
R. Economic spillover effects of intensive unpaid caregiving. Pharmacoeconomics. 2019;37(4):553–62.; [3] Stanfors M, Jacobs JC, Neilson J. Caregiving time costs and trade-offs: gender differences in Sweden, the UK, and Canada. SSM - Popul Heal. 2019;9:100501.; [4] Oliva-Moreno J, Peña-Longobardo LM, 
García-Mochón L, Del Río Lozano M, Metcalfe IM, Del Mar García-Calvente M. The economic value of time of informal care and its determinants (the CUIDARSE study). PLoS One. 2019;14(5):e0217016.
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Are we ready for an ageing society? 

Are we prepared to meet the growing 
needs 
of our older population, 
especially when it comes to 
caregiving? 

10



OBJECTIVES

Determine the characteristics of caregivers based on care 
intensity level

Examine the predictive factors associated with the effects of 
caregiving roles on health, daily and social activities of 
informal caregivers providing a low-intensity level of care

Examine the predictive factors associated with the effects of 
caregiving roles on health, daily and social activities of 
informal caregivers providing a high-intensity level of care.

1

2

3
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METHODOL
OGY
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NATIONAL HEALTH AND MORBIDITY 
SURVEY

13

The National Health and Morbidity Survey (NHMS) is a nationwide population-based cross-sectional survey that 

provides information on Malaysia's disease burden, health problems, health needs, and health expenditures. 

NHMS

NCD

HCD Health status

Healthcare Demand (HCD) module is an integral part of NHMS for the last 4 decades. 

Access to healthcare services

Utilisation of healthcare services

The informal care module was introduced for the first time in the NHMS 2019 survey. 



METHODOL
OGY

“In the last 12 months, from ... 2018 till today, did you 
provide care to ... with long-term illness, elderly or 
disabled?”

• your household member or other than your 
household member 

• care that was provided for at least 3 months
• did not involve wage or salary, community service or 

volunteer activity. 

14



Level of intensity of care was assessed by the question “In 
total, how many hours per week did you normally spend 
providing care to the care recipient?” 

The number of caregiving hours was then grouped into 
two categories: 

• low-intensity: 1–19 hours

• high-intensity: 20+ hours

METHODOL
OGY

15
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20
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METHODOL
OGY
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Effects of caregiving roles on health, daily and social 
activities

The respondents were asked to answer “yes” or “no” to 
the following questions:

• Have your role in providing care affected your health 
(physical and/or mental health)?

• Have your role in providing care affected your 
     daily, work or school activities?

• Have your role in providing care affected your social 
activities and others?



METHODOL
OGY

Data of adults aged 18 years and over from the National 
Health and Morbidity Survey 2019 were used. 

Respondent’s demographic, socioeconomic, health, and 
caregiving-related characteristics were described using 
complex sample analysis.

Logistic regression analysis was performed to examine 
the predictive factors affecting health, daily and social 
activities of caregivers, accounting for caregiving 
intensity.

17



KEY FINDINGS & DISCUSSION
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Type of care provided:

The informal caregiving in MalaysiaKEY 
FINDINGS
The average number of 
hours spent on caregiving 
per week:

hours/week

24.8
Healthcare Personal care Others

87.7% 79.8% 1.5%

19



20Who are the caregivers?KEY 
FINDINGS

of informal caregivers
are female63% 61

%

Female Female

Male Male

of informal caregivers
are middle-aged adults

51% 43%

18-34 18-34

60+ 60+

35-59 35-59

• Sex • Age

Note: Low = low-intensity caregiver; High = high-intensity caregiver

Low High Low High

Almost



Low High Low High

21KEY 
FINDINGS

of informal caregivers
are married68% 69%

Married Married

Single Single

of informal caregivers
are employed49% 63%

Inactive Inactive

Active Active

• Marital status • Employment status

Note: Low = low-intensity caregiver; High = high-intensity caregiver

At least

Who are the caregivers?



Low High

22KEY 
FINDINGS

of informal care recipients
are older adults

73% 71%

Note: Low = low-intensity caregiver; High = high-intensity caregiver

• Age

Mean age =  64.1 
(Q1 = 57, Q3 = 80)

Almost

Who are the care recipient?

<60

60+

AI image generated via Canva.com



23Older adults caring for the older adults?KEY 
FINDINGS

of older care 
recipients

received informal care 
from  the older 

caregivers.

At least

Low High

<60

60+

Note: Low = low-intensity caregiver; High = high-intensity caregiver
AI image generated via Canva.com
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Ref: Martin Pinquart, Silvia Sörensen, Gender Differences in Caregiver Stressors, Social Resources, and Health: An Updated Meta-Analysis, The Journals of 

Gerontology: Series B, Volume 61, Issue 1, January 2006, Pages P33–P45, https://sci-hub.se/https:/pubmed.ncbi.nlm.nih.gov/16399940/
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Among intensity caregiver, 

4 times more likely

3 times more likely

Middle aged 
adults

Female

to have had their health impacted.

Low

19
1

KEY FINDINGS & DISCUSSION
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3 times more likely

With long-term 
conditions 

to have had their health impacted.

©sasirin pamai via Canva.com

Ref: Sullivan AB, Miller D. Who is Taking Care of the Caregiver? Journal of Patient 
Experience. 2015;2(1):7-12. doi:10.1177/237437431500200103

Among intensity caregiver, 
Low

19
1

KEY FINDINGS & DISCUSSION
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5 times less likely

Middle-aged 
adults

©akaratwimages via Canva.comto have had their health impacted.

Among intensity caregiver, 
High

20
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5 times more likely

Received
training

©sasirin pamai via Canva.comto have had their health impacted.

Among intensity caregiver, 
High

20
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3 times more likely

Without 
assistance

©byryo via Canva.com

to have had their health impacted.

Among intensity caregiver, 
High

20
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3 times more likely

Without 
assistance

©byryo via Canva.com

to have had their health impacted.

Among intensity caregiver, 
High

20

3 times more likely

Without 
assistance

to have had their daily activities impacted.

KEY FINDINGS & DISCUSSION
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5 times more likely

Received
training

4 times more likely

Provided care 
for 2+ years ©torwai via Canva.com

to have had their social activities impacted.

Among intensity caregiver, 
High

KEY FINDINGS & DISCUSSION



30SUMMARY OF KEY FINDINGS

• Three-quarters of informal care recipients are older adults, and two-thirds of older care recipients received informal 
care from the older caregivers.

• Caregiving, regardless of intensity, has a significant impact on caregivers.

• For low-intensity caregiving, 
• female, middle-aged adults, and those with long-term conditions were more likely to have negative effects on 

health. 

• For high-intensity caregiving, 
• caregivers aged 60 and over, those who received training, and without assistance were more likely to have 

negative effects on health. 
• daily activities of those without assistance were more likely to be affected.
• social activities of those who received training, and providing care for 2 years or more were more likely to be 

affected.



RECOMMENDATIONS   ON POLICY 
AND PRACTICE
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Phase 1 development

Ref: https://hospismalaysia.org/

As caregivers have vastly 
different training needs, 
interventions must be tailored 
according to the specific needs 
of the individual caregiver.

RECOMMENDATION #1

Ref: https://hq.moh.gov.my/bpkk/images/Kesihatan_Orang_Kurang_Upaya/PDF/

Garis_Panduan/12_Clinical_Practical_Guidelines_-_Management_of_Dementia_3rd_ed_2021.pdf

32
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https://ahwin.org/indonesia-elderly-friendly-community-program/


A strong informal care support 
system is necessary to provide 
leverage to the caregivers’ 
tasks and responsibilities.

RECOMMENDATION #2 33
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https://ahwin.org/indonesia-elderly-friendly-community-program/


Healthcare professionals play a 
pivotal role in connecting 
informal caregivers to the 
services they need.

RECOMMENDATION #3 34
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https://ahwin.org/indonesia-elderly-friendly-community-program/


Workplace support and flexible 
employment policies for 
informal caregivers is crucial to 
reduce the negative 
consequences of informal 
caregiving.

RECOMMENDATION #4

Ref: https://docs.jpa.gov.my/docs/myppsm/PPSM/SR/Waktu-bekerja/

35
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THANK 
YOU

Suhana Jawahir

Centre for Health Equity Research (CHER),

Institute for Health Systems Research (IHSR),

National Institutes of Health (NIH)

Caregiving is a
SHARING RESPONSIBILITY
—when we balance the 

burdens with support, we 
create a healthier future for 

both caregivers and 
those they care for.

©hartphotography1 via Canva.com



The                                of 
caregiving intensity 
IMPACT

on informal caregivers in 
Malaysia: findings from a 
national survey zSCAN HERE
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