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Evaluering Hvilken forskel gjorde interventionen ifglge familierne?

“Nu ved jeg, hvad
leukeemier.”
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Intersectoral collaboration in home-based
end-of-life pediatric cancer care: A qualitative
multiple-case study integrating families’ and
professionals’ experiences

Nanna Maria Hammer!2 ), Helena Hansson??, Line Hjgllund Pedersen®3{_), Maja Abitz?,
Per Sjegren®, Kjeld Schmiegelow'?, Pernille Envold Bidstrup®5, Hanne B=kgaard Larsen*"
and Marianne Olsen?"

Abstract

Background: Many children and adolescents with incurable cancer and their families prefer to receive end-of-life care and to die at
home. This implies a transition of care from hospital to home and presupposes the establishment of a well-functioning collaboration
between the family and professionals across health care sectors.

Aim: To identify and explore key elements of home-based end-of-life care collaboration for children with cancer, as experienced by
their parents and grandparents and the hospital- and community-based professionals involved.

Design: Descriptive gualitative muitiple-case study. Data were collected by semi-structured interviews and written responses 1o
open-ended guestions, and analyzed inductively across cases using gualitative content analysis.

Setting/participants: Cases comprised a criterion sample of five children (aged =18 years), who died of cancer at home. Cases were
represented by the children's bereaved parents (n = 8) and grandparents (n=7), and community-based professionals (n=16). Also,
hospital-based professionals (n = 10) were interviewed about the children’s end-of-life care through group interviews.

Results: We identified five main themes, describing key elements of the end-of-life collaboration: Establishing the collaboration,
Boistering family life, Elucidating organization and integration, Monaging challenges, and Closing the collaboration. These themes
all came under the overarching theme: A mutual trust-based collaboration. On this basis, we developed the “Home-Based Pediatric
End-of-Life Care Model for Children with Cancer.”

Conclusions: By highlighting key elements in the family-centered, intersectoral and interprofessional end-of-life care collaboration,
our “Home-Based Pediatric End-of-Life Care Model for Children with Cancer” offers a framework for further optimization of home-
based end-of-life care services for children with cancer and their families.

Keywords
Child, adolescent, pediatrics, palliative care, terminal care, home care services, intersecteral collaberation, qualitative research

What is already known about the topic?

*  Many children and adolescents with incurable cancer and their families prefer to receive end-of-life care and to die at home.

*  End-of-life care services at home for children with cancer continue to expand across the world, but the organization,
availability, and accessibility of care vary widely.

+  Little is known about what constitutes a well-functioning end-of-life collaboration between the family and professionals
across health care sectors (i.e. based at the haspital and in the community/municipality).
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Parental Perspectives on Location of Death for Children
With Cancer - A Nationwide Cross-sectional Survey of
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ABSTRACT

Background: Home death may not be equally accessible for all children with incurable cancer. Furthermaore, inadequate symptom
management in the home setting represents a major concern. The aims of this study were to examine: (i) the associations between
parents’ sociodemographic characteristics, prognostic understanding and care goals, and their child's place of death: and (ii) the
associations between the child’s place of death, and the parents' experiences of their child's symptom burden, end-of-life, and
death.

Methods: Nationwide retrospective cross-sectional survey among bereaved parents (r = 117) of children who died from cancer (n
= 96) in Denmark at age younger than 18 years in the period 2006-2019. Data were analyzed using logistic regression analyses.
Results: Parents who realized that their child had no realistic chance of cure =1 month before death had greater odds that their
child died at home (odds ratio [DR] = 6.8; 95% confidence interval [CI]: 1.5-31.9; adjusted for child's cancer type, and parent's
education, cohabitation status, and care goals). Parents whose child died at home were less likely to report a high symptom burden
{OR = 0.4; CI: 0.2-0.9), and to prefer another place of death in hindsight (OR = 0.03; CL: 0.004-0.3), and more likely to feel prepared
at the time of death (OR = 2.5; CI: L.1-5.7), and to report that their child expericnced a “good death™ (OR = 3.4; CL: 1.2-9.6) (all
ORs adjusted for child's cancer type).

ol Classification of Discases, Tenth Bevision; DR, 088 rate;, REDCag, Reseasch Elctsonic Dita
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Prognostisk forstaelse

Hvordan forstar foraeldre til barn med kraeft
deres barns prognose, og hvilken betydning har
forstaelsen for foraeldre og barn?

Johanne Aviaja Rosing, Ph.d. studerende
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