Table 1: Socio-demographics of children with medical complexity (n=102)
	
	Mean ± SD / N (%)

	Type of children with medical complexity (CMC)
	

	    Treat potentially, but can fail, i.e., end-stage renal failure, cancer 
	8 (7.8%)

	    Intensive treatment to maintain daily living, i.e., spinal muscular atrophy 
	27 (26.5%)

	    Progressive and cannot be cured, i.e., type I diabetic mellitus
	27 (26.5%)

	    Irreversible, complicated & severe disability, i.e., cerebral palsy
	40 (39.2%)

	Gender 
	

	    Male
	61 (59.8%)

	    Female
	41 (40.2%)

	Age 
	10.7 ± 4.5

	Height (cm)
	130.9 ± 22.1

	Weight (kg)
	31.4± 15.0

	Mobility
	

	    Walk unaided 
	19 (18.6%)

	    Walk with assistance
	13 (12.7%)

	    Walk with a stick frame
	7 (6.9%)

	    Chairbound
	53 (52%)

	    Bedbound
	10 (9.8%)

	Type of mechanical ventilation   
	

	    BiPAP
	24 (23.5%)

	    Ventilator
	9 (8.8%)

	    No
	69 (67.7%)

	Use of mechanical ventilation   
	

	    Long term
	9 (8.8%)

	    Only when sleep
	22 (21.6%)

	    When shortness of breath 
	2 (1.9%)

	Tube feeding
	

	    Yes
	35 (34.3%)

	    No
	67 (65.6%)

	Type of tube feeding
	

	    PEG
	33 (32.4%)

	    Ryles tube
	2 (1.9%)

	    Oral feeding
	67 (65.6%)

	Age at which the illness diagnosis was made 
	1.4± 2.8

	Treatment stage
	

	    Initial treatment
	100 (98%)

	    Treatment for a relapsed case
	2 (1.9%)

	Medical follow-up information
	

	    Specialised out-patient department 
	102 (100%)

	    Private out-patient clinic
	3 (2.9%)

	    Others: Physiotherapy, Traditional Chinese Medicine 
	4 (3.9%)

	Medication received
	

	    Yes
	78 (76.5%)

	     No
	24 (23.5%)

	Route of medication
	

	    Oral
	70 (68.6%)

	    IV
	1 (0.9%)

	    Intrathecal
	7 (6.9%)

	    Inhaler
	3 (2.9%)

	    Others: local application 
	16 (15.7%)

	Source of medical expenditures 
	

	    Self-finance 
	66 (64.7%)

	    Personal insurance
	2 (1.9%)

	    Employee insurance
	2 (1.9%)

	    Subsidy
	7 (6.9%)

	    Government subsidy
	102 (100%)

	Frequency of hospital admission
	0.5±1.2

	Length of hospital stay (days)
	3.6±11.5

	Number of child’s OPD visits at the public clinic 
	25 (24.5%)

	Number of child’s OPD visits at the private clinic 
	14 (13.7%)

	Number of child’s AED visits at the public hospital 
	19 (18.6%)

	Number of child’s AED visits at the private hospital 
	0 (0%)

	Absence from school
	77 (75.5%)



Table 2: Socio-demographics of parents and family information (n=102)
	
	Mean ± SD / N (%)

	Relationship of the primary caregiver
	

	    Father
	8 (7.8%)

	    Mother
	93 (91.2%)

	    Grandmother
	1 (0.9%)

	Father 
	

	    Age 
	46.4 ± 7.5

	    Occupation
	

	          Full time
	84 (82.4%)

	          Part time
	7 (6.9%)

	          No occupation
	11 (10.8%)

	    Education level
	

	          Primary school
	6 (5.8%)

	          Junior secondary school
	18 (17.6%)

	          Senior secondary school
	31 (30%)

	          Undergraduate
	37 (36.2%)

	          Master's degree or above
	6 (5.8%)

	          Missing
	4 (3.9%)

	Mother 
	

	    Age 
	43.4 ± 6.3

	    Occupation
	

	          Full time
	19 (18.6%)

	          Part time
	13 (12.7%)

	          No occupation
	1 (0.9%)

	          Housewife
	69 (67.6%)

	    Education level
	

	          Primary school
	8 (7.8%)

	          Junior secondary school
	17 (16.6%)

	          Senior secondary school
	40 (39.2%)

	          Undergraduate
	31 (30%)

	          Master's degree or above
	6 (5.9%)

	Marital Status
	

	    Single
	5 (4.9%)

	    Married
	84 (82.3%)

	    Divorced
	11 (10.8%)

	    Widowed
	2 (1.9%)

	Living with
	

	    Father
	88 (86.2%)

	    Mother
	102 (100%)

	    Siblings
	62 (60.7%)

	    Gender of 1st sibling
	

	       Male
	22 (21.6%)

	       Female
	38 (37.2%)

	    Age of 1st sibling 
	12.2 ± 6.4

	    Gender of the 2nd sibling
	

	       Male
	7 (6.9%)

	       Female
	6 (5.9%)

	    Age of the 2nd sibling 
	12.5 ± 6.7

	    Gender of the 3rd sibling  
	

	       Male
	1 (0.9%)

	       Female
	1 (0.9%)

	    Age of the 3rd sibling  
	18.5 ± 7.8

	    Grandmother
	3 (2.9%)

	    Grandfather
	1 (0.9%)

	    Domestic helper
	34 (33.3%)

	    Others, such as aunt and uncle
	2 (1.9%)

	Family financial status 
	

	    Not enough
	22 (21.6%)

	    Just enough
	56 (55%)

	    Enough
	21 (20.6%)

	    More than enough
	3 (2.9%)

	Religion
	

	    No religion
	62 (60.8%)

	    Ancestor worship
	2 (1.9%)

	    Catholic
	6 (5.9%)

	    Christian
	23 (22.5%)

	    Buddhist
	9 (8.8%)

	Number of years to take care of CMC
	9.4±4.7



Table 3: Descriptive statistics of MSAS, CGI and children’s health service use (n=102)
	
	Mean ± SD

	MSAS score
	0.41±0.40

	CGI score
	111.5±19.0

	　Factor score: Care of the Care Recipient
	45.0±7.6

	　Factor score: Managing Information and Self-Care　　
	40.7±8.0

	    Factor score: Managing Emotional Interaction with Care Recipient
	25.7±5.2

	Children’s health service use 
	1.7±2.4


MSAS: The modified Memorial Symptom Assessment Scale (MSAS) (Chinese version)
CGI: Chinese version of the Caregiver Inventory to measure self-efficacy of parents
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