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Challenges .

> In Switzerland, 450 - 500 children die each year

> The needs of children in Paediatric Palliative Care (PPC) are different

compared to the needs of adult patients with palliative care:
v’ The time PPC is required varies from less than one month up to several years

v Early inclusion of PPC in the disease trajectory, i.e., concurrent to curative
treatment, is strongly recommended

v Support of the child’s family is an essential part of PPC
v Adjusted support is necessary for promoting physiological child development

> Today, no comprehensive care network for PPC exists in the Canton of Bern

> Prevalence data on the number of children needing PPC does not exist

Aims

» To determine the number
of children with life-limiting
conditions living in the Canton
of Bern who are cared for by
Home Healthcare Organisations
and who meet the criteria for

PPC according to the START-
IMPACT screening tool (version 1.8.)

> To describe the characteristics
of the affected children and
their families
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Methods

Gy

Design: Cross-sectional study, patient dossier analysis

Sample: Complete survey of all registered children due to the heterogeneity of the study-population
and the estimated low number of children with life-limiting conditions in the study area

Recruitment: Children cared for by Home Healthcare, age 0 -20 years, with a START-IMPACT Score > 4
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Discussion

L

> The burden of illness and care of the affected children and their families is enormous

> Access to specialized PPC Services is inadequate
v Early inclusion of PPC in the disease trajectory is strongly recommended

» Care and treatment gaps in various areas exist
v' High care and treatment burden of the families
v' Elevated risk for depression, sleeping problems, social Isolation and financial problems - mothers are more often affected

> Establishment of an adequate comprehensive care network for PPC in Bern needed
v ACP and the continuous care by an interprofessional, specialized PPC team (in- and outpatient) is recommended
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