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Purpose: The purpose of this study was to investigate the needs for pediatric palliative care (PPC) among parents of children with
complex chronic conditions (CCCs) and to investigate differences in the needs for PPC according to their general characteristics.
Methods: A cross-sectional survey was conducted between March 28 and May 18, 2018. Parents (N=96) who had a child under 18
years with a CCC were recruited. Data were analyzed using descriptive statistics, independent t-test, and one-way ANOVA.
Results: The overall average need for PPC was 3.58+0.33 out of 4.00. In terms of care for the subjects' children, the highest need
was physical care, followed by psychosocial and spiritual care. In the sub-dimensions, preservation of physical function received
the highest score. Of the items, the highest need was for seizure control. In terms of care for the subjects themselves, the highest
need was for psychosocial care, followed by bereavement and spiritual care. In the sub-dimensions, communication received the
highest score. Of the items, the highest need was for smooth communication with medical staff. Differences in needs for PPC
according to participants’ general characteristics were not statistically significant. Conclusion: Medical staff should provide PPC
according to the priorities of parents’ perceived needs.
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independent t-test,

Table 1. Final Items derived from the Literature Review - Needs for Pediatric Palliative Care among Parents' Children

Reference
Dimension Sub-dimension Item* Drake Himelstein Kang Kang CHPCA
(2003)  (2004)  (2005) (2005) (2006)
Physical Physical Control pain v v v v v
care needs symptom Control fever v v
relief Control seizures v v v v
Control nutritional problems v v v v v
Control respiratory problems v v v v v
Control dehydration or edema \ v v
Control bowel or urination problems v v v v
Control skin problems v v v v
Preservation of  Help to maintain and enhance cognitive function v
body function =~ Help to maintain and enhance mobility v
Help to maintain and enhance sensory function v
Psycho-social ~ Self-control Help to feel self-control over your life v v v
care needs Emotional Help to feel secure and to relieve anxiety v v v
support Reduce depression v v
Help to recognize that you are an important person v
Communication Help to express your inner thoughts and feelings v v
Help to make your own decisions about care plan
Relationship Recognize that you are loved by people around you v v
Help to recognize that you will be remembered forever v
Spiritual Meaning of Provide assurance that existence has meaning v v v v
care needs existence
Spiritual peace  Help to feel spiritual peace v v v v

*4-Point Likert scale; CHPCA=Canadian hospice palliative care association.
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Table 2. Final Items derived from the Literature Review - Needs for Pediatric Palliative Care among Parents Themselves

Reference
Dimension Sub-dimension Item* Himelstein Kang Kang Meert CHPCA
(2004)  (2005) (2005) (2005) (2006)
Psycho-social Emotional support Help to be sure that you are the best parent v v v
care needs Reduce depression v v
Help to feel secure and to relieve anxiety v
Communication Promote open communication in the family \ v v
Help to strengthen the family bond v v
Help to communicate smoothly with medical v v v
staff about your child's disease condition
and treatment
Social support Help to form social support network
Provide respite care v
Spiritual care Meaning of existence Provide assurance that existence has meaning v v v v
d
feeds Spiritual peace Help to feel spiritual peace v v v
Bereavement Support for sorrow Support for sorrow of loss after bereavement v v v v

support needs of loss

*4-Point Likert scale; CHPCA=Canadian hospice palliative care association.
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Table 3. General Characteristics of the Subjects (N=96)
Variables Characteristics Categories n (%) M=SD
Parents' Relationship with child Father 12 (12.5)

characteristics Mother 84 (87.5)
Age 20's 4(4.2) 40.47+£6.12
30's 48 (50.0)
40's 44 (45.8)
City of residence Seoul/metropolitan 66 (68.7)
Provinces 30 (31.3)
Perceived economic level High 0(0.0)
Upper-middle 13 (13.5)
Middle 40 (41.7)
Middle-low 34 (35.4)
Low 9(94)
Religion None 40 (41.7)
Protestant 31(32.3)
Catholic 10 (10.4)
Buddhist 15 (15.6)
Education level High school 23 (24.0)
University 66 (68.7)
Graduate school 7(7.3)
Children's Gender Male 60 (62.5)
characteristics Female 36 (37.5)
Age (year) <1 6 (6.3) 8.98+5.22
1~2 11 (11.5)
3~5 19 (19.7)
6~11 35 (36.5)
12~17 25 (26.0)
Number of diseases 1 47 (49.0)
2 32 (33.3)
>3 17 (17.7)
Classification of diseases Group I* 35 (36.5)
Group I 10 (10.3)
Group InI'* 6 (6.3)
Group IV 45 (46.9)
Time since diagnosis (year) <1 26 (27.1) 3.18+3.15
1~2 29 (30.2)
3~4 20 (20.8)
5~9 15 (15.6)
>10 6 (6.3)
Number of hospitalizations <3 26 (27.1) 9.6818.65
4~9 24 (25.0)
>10 46 (47.9)
Was the child receiving palliative Yes 7 (7.3)
care at the time of the survey? No 87 (90.6)
In the past 2(21)

*Cancer; T Chronic or severe respiratory failure, renal failure; *Progressive metabolic disorders, chromosomal disorders; SCerebral palsy, brain
malformations, multiple disabilities following brain infectious, anoxic or hypoxic injury.
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Table 4. Needs for Pediatric Palliative Care among Subjects (N=96)
Dimension Item* M=SD Rank
Needs for pediatric Physical care needs 3.671+0.34

palliative care for Preservation of physical function 3.701£0.43
subjects' children Help to maintain and enhance sensory function 3.72+0.45 5
Help to maintain and enhance cognitive function 3.71£0.50 6
Help to maintain and enhance mobility 3.69+0.49 8
Physical symptom relief 3.6610.38
Control seizures 3.81+0.39 1
Control respiratory problems 3.76+0.43 2
Control nutritional problems 3.73+0.47 4
Control fever 3.6710.47 10
Control bowel or urination problems 3.5910.49 15
Control dehydration or edema 3.5840.50 16
Control pain 3.5610.63 17
Control skin problems 3.55+0.52 19
Psycho-social care needs 3.65+0.44
Relationship 3.6910.44
Recognize that you are loved by people around you 3.74+0.44 3
Help to recognize that you will be remembered forever 3.641+0.51 11
Emotional support 3.67+0.44
Help to recognize that you are an important person 3.70+0.46 7
Help to feel secure and to relieve anxiety 3.6810.47 9
Reduce depression 3.63+0.53 13
Self-control 3.61£0.57
Help to feel self-control over your life 3.691+0.49 8
Communication 3.5910.53
Help to express your inner thoughts and feelings 3.63+0.55 12
Help to make your own decision about care plan 3.55+0.58 18
Spiritual care needs 3.18+0.62
Spiritual peace 3.21£0.69
Help to feel spiritual peace 3.21£0.69 20
Meaning of existence 3.16%0.69
Provide assurance that existence has meaning 3.1610.69 21
Sub-total 3.61£0.33
Needs for pediatric Psycho-social care needs 3.59+0.45
palliative care for Communication 3.651£0.45
subjects themselves Help to communicate smoothly with medical staff about your child's 3.78+0.44 1
disease condition and treatment
Help to strengthen the family bond 3.58+0.56 3
Promote open communication in the family 3.57£0.56 4
Emotional support 3.57+0.47
Help to be sure that you are the best parent 3.63+0.51 2
Reduce depression 3.5410.52 7
Help to feel secure and to relieve anxiety 3.5310.52 8
Social support 3.53+0.57
Provide respite care 3.5610.65 5
Help to form social support network 3.50£0.65 9
Bereavement support needs 3.5410.63
Support for sorrow of loss 3.541+0.63
Support for sorrow of loss after bereavement 3.5410.63 6
Spiritual care needs 3.21£0.68
Spiritual peace 3.2410.75
Help to feel spiritual peace 3.24+0.75 10
Meaning of existence 3.194+0.73
Provide assurance that existence has meaning 3.19+0.73 11
Sub-total 3.521+0.43
Total 3.58+0.33

*4-Point Likert scale.
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Table 5. Differences in the Needs for Pediatric Palliative Care according to General Characteristics of Subjects and Their Children

(N=96)
Needs of PPC
Variables Characteristics Categories
M=£SD tor F P

Parents Relationship with your child Father 3.56£0.38 0.23 821
Mother 3.58+0.33

Age (year) 20's 3.80£0.09 1.24 299
30's 3.53£0.34
40's 3.61+0.35

City of residence Seoul/metropolitan 3.57£0.35 0.33 745
Provinces 3.60+0.31

Perceived economic level High 0.00+0.00 0.51 678
Upper-middle 3.54+0.34
Middle 3.55+0.31
Middle-low 3.64+0.33
Low 3.56+0.45

Religion None 3.62£0.30 0.59 622
Protestant 3.52£0.36
Catholic 3.61+0.37
Buddhist 3.60+0.34

Education level High school 3.65£0.33 0.65 525
University 3.56£0.34
Graduate school 3.5610.30

Their children Gender Male 3.53+0.36 215 .034*
Female 3.67+0.27

Age (year) <1 3.61£0.32 1.07 378
1~2 3.71+0.37
&6 3.47+0.25
6~11 3.56+0.36
12~17 3.62+0.32

Number of diseases 1 3.55+0.34 2.37 .100
2 3.55+0.33
>3 3.74%0.29

Classification of diseases Group1' 3.57£0.33 0.66 576
Group I 3.71+0.31
Group III* 3.50%0.32
Group IV 3.57+0.34

Time since diagnosis (year) <1 3.62+0.37 1.65 169
1~2 3.53+0.34
3~4 3.47+0.33
580 3.69£0.26
>10 3.75£0.25

Number of hospitalizations <3 3.47+0.35 212 126
4~9 3.61+0.36
>10 3.63%0.30

*p <.050; T Cancer; * Chronic or severe respiratory failure, renal failure; *Progressive metabolic disorders, chromosomal disorders; !Cerebral palsy,
brain malformations, multiple disabilities following brain infectious, anoxic or hypoxic injury; PCC=Pediatric palliative care.
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