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Development plan for nationwide coverage of paediatric palliative care,
including transition to adulthood
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§ Secretariat / Administration
§ Care Coordination (... Case Management)
§ Nursing
§ Family and grief counselling
§ Medical Service

It only works as a team 

§ Secretariat / Administration
§ Health navigators (Gesundheitslots:innen)
§ Associated model practice (Modellpraxis)
§ Network of various experte / HCPs
§ Practice Education
§ Implementation Research

PACT – Multi-professional team: Stiftung Gesundheitskompass (prior Dialog Ethik)
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Lifeline and navigation aid in healthcare
for patients, their families and professionals.

Support, empowerment, ethics and case management  –

holistic, non-profit and independent
in complex health situations and 
in difficult decisions

19.06.25 © Stiftung Gesundheitskompass 3

3

Offer
§ Support in understanding complex medical information
§ Accompaniment to consultations and hospital visits 

during difficult decisions
§ Advice and support in stressful or unclear situations
§ Organization and moderation of network meetings to 

clarify goals and responsibilities
§ Ethical consultation, mediation and conflict resolution
§ Guidance on Electronic Patient Record (EPR / EPD) 

and advance care planning
§ Support and empower patient and health care network
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“Plan 2030” : 4 navigators per region. Growth on demand
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How do we work?
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• Initial assessment of the situation, getting to know each 
other without obligation

Uncomplicated initial contact by 
phone / email

• Only if coherent and desired
Declaration of consent to release 

from confidentiality

• To assess concerns, need for support and urgency
Completion of a short questionnaire 

(screening, triage, assessment.. = 
START)

• Internal assessment through medical, nursing and ethical 
perspectives

Resource-oriented initial 
assessment in the team

• Am Ort Ihrer Wahl (Spital, Zuhause, online), zur Klärung 
von Zielen und Aufgaben

Durchführung eines 
Rundtischgesprächs / 

Helferkonferenz / Hausbesuch

• M it dem Ziel, Sie und Ihr Netzwerk zu stärken und 
selbstständig zu machen

Individuelle Begleitung über 
maximal drei Monate (danach nur 

nach erneuter Analyse)

• Gemeinsame Reflexion der nächsten Schritte – wenn 
möglich ohne weitere externe Unterstützung

Abschlussgespräch und Evaluation 
und individuelle Reaktion ggf. mit 

Aufbauprojekt

Non-profit and independent
No commercial interests, no profit orientation

Patrons and donations
Financial support from committed individuals 
and foundations

Associated model practice
Collaboration with a physician-led practice 
structure

Partial reimbursement through health insurance 
or disability insurance / IV/SVA / Assurance-
invalidité)

How do we finance the offer?
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How do we work?
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• Initial assessment of the situation, getting to know each 
other without obligation

Uncomplicated initial contact by 
phone / email

• Only if coherent and desired
Declaration of consent to release 

from confidentiality

• To assess concerns, need for support and urgency
Completion of a short questionnaire 

(screening, triage, assessment.. = 
START)

• Internal assessment through medical, nursing and ethical 
perspectives

Resource-oriented initial 
assessment in the team

• At the location of your choice (hospital, home, online), 
to clarify goals and tasks

Conducting a round table discussion 
/ helper conference / home visit

• W ith the aim of strengthening you and your network and 
making you self-employed

Individual support for a maximum 
of three months (then only after re-

analysis)

• Joint reflection on the next steps – if possible without 
further external support

Final discussion and evaluation and 
individual reaction if necessary with 

development project

• Non-profit and independent
•
• Patrons and donations
• Financial support from committed 

individuals and foundations
• Associated Model Practice
• Cooperation with a medically managed 

practice structure
• Partial billing via health insurance 

companies or IV
• Efficient, demand-oriented and 

sustainable with strengthening of local 
resources

How do we finance the offer?
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Project Papillon
Structural development project in 4 y

for Pediatric Palliative Care
of the Health Compass Foundation
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Abschlussgespräch und Evaluation 
und individuelle Reaktion ggf. mit

Aufbauprojekt
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With what?

“Good palliative care is care that is co-led and co-
p lanned w ith trusted professionals working in
palliative care… ”

1. Advance Care P lan
2. Named medical specia list who leads and 

coord inates care
3. Emotional and psychological support
4. Multid iscip linary team includ ing members of 

the specia list PPC team
5. Support for grief and loss
6. 24-h access to PPC
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Fields D, et al. (2023). What does 'good' palliative care look like for 
children and young people? Palliat Med 37:355-371.

Bergsträsser E, Streuli J. Pädiatrische Palliative Care – Wo stehen
wir? Wohin geht es? 4/2024 Pädiatrie Schweiz

Von Mengershausen U, Streuli J. Swiss Med Wkly. Parents’ 
expectations regarding case management for rare diseases in 
Switzerland 2024;154:3401
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For whom?
PPC Pat. Proportion 

of deaths

Infants (1 year of age)
Severe malformations, birth complications 10% 50%

Curable diseases
Cancer, correctable heart defects 10% 15%

Limited life expectancy
Non-correctable heart defects, (cystic fibrosis) 10% 10%

Progressive diseases
Metabolic diseases, muscular dystrophy 25% 10%

Incurable diseases with severe disability
Cerebral palsy, multiple disabilities after traumatic brain injury / drowning 
accident

45% 15%

10

2 Examples

Fabian (3 years old):
§ Encephalopathy after 

protracted status 
epilepticus infection-
triggered 2/25

§ m/b acute necrotizing 
encephalopathy 

§ Severe dystonia

B. (16 jährig):

19.06.25 © Stiftung Gesundheitskompass 11

§ Complex myelomeningocele with 
hydrocephalus (VP shunt)

§ Flaccid lumbosacral paraparesis, 
wheelchair accessible

§ Neurogenic bladder emptying, requiring 
catheter

§ Chiari II malformation, currently stable
§ Repetitive bridenileus episodes, multiple 

surgery
§ Close pediatric care in an 

interdisciplinary team
§ Hospital school attendance with 

individual support
§ First transition steps taken, connection 

to adult medicine still open

Forward-looking and constructive 
action with emergency accessibility

Forward-looking and constructive 
networking
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Fabian (3 years old):
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Child-centered

• Symptom assessment (e.g. 
pain, spasticity, agitation)

• Differentiating types of 
agitation
• Positioning: alternating, 

pressure-relieving, spasticity-
reducing
• Support with coughing, 

breathing and secretion 
management
• Nutrition: swallowing 

difficulties, PEG, reflux, risk of 
aspiration

• Stabilising sleep–wake 
rhythm

• Emergency plan for status 
dystonicus (incl. stepwise 
protocol)

Parents/Family

• Organise relief and support
(e.g. home care services, 
night watch, respite care)
• Provide emotional support, 

including grief counselling and 
addressing feelings of guilt
• Support decision-making

(e.g. limitation of treatment)

• Initiate early conversations 
about goals and expectations

• Integrate spirituality and 
rituals upon request

M edical and nursing

• Involve the interprofessional 
team (e.g. specialised 
paediatric centre, 
paediatrician, palliative care)

• Regularly assess the 
effectiveness and side effects 
of medications (especially 
benzodiazepines, muscle 
relaxants, antiepileptics)

• Ensure appropriate medical 
equipment (e.g. supportive 
seating/lying systems, 
orthoses, suction devices, 
inhalation aids)

• Adjust pain and spasticity 
management (e.g. baclofen, 
midazolam)

• Plan crisis interventions (e.g. 
in case of infections or 
respiratory distress)

Environment/Coordination

• Enable and ensure care at 
home
• Clarify a 24/7 contact person

• Coordinate with daycare, 
special education, and 
respite care services

• Involve a specialised 
paediatric palliative care 
team at an early stage
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Fabian (3 years old):
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Accompanying measures
Clear communication with family and team
Relaxation: aromatherapy, music, touch, passive mobilization, grief counseling
if necessary already in the sedation phase
Documenting Effects & Side Effects
Interdisciplinary Reevaluation 2×/week
Step scheme (example)*
Stage 1 – Initial (from day 1)
Gabapentin: 10–20 mg/kg/day (may only start in the evening)
Clonidine: 0.5–1 μg/kg/dose, 2–3×/day (or patch)
Chloral hydrate (probe) or diphenhydramine (oral)
Level 2 – from day 4
Chloral hydrate also during the day
Baclofen: 0.25–0.5 mg/kg/day in 2–3 doses
Level 3 – from day 7
Diazepam (Psychopax®): 0.05–0.1 mg/kg, drop by drop if necessary
Level 4 – from day 10
Morphine: 0.1–0.2 mg/kg/dose, min. 4×/day

*In addition to emergency medication (Buccolam 7.5mg):
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Parents' assessment

§ Quality of life: Zero ...
§ Interaction/participation in waking phases: Zero ...
§ Nutrition difficult
§ " was a healthy child, he knows what a healthy life feels like, he 

wouldn't want that..."
§ Desire to let  go
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Palliative Sedation - Criteria
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Example 2: Bilal (16 years old)

§ Core-Aims
§ Maintenance and improvement of health status in the transition to adulthood
§ Maintaining quality of life
§ Maintenance and improvement of existing functions, activities and thus their participation
§ Prophylaxis of avoidable secondary diseases, chronifications and complications

§ Avoidance of under, over, and incorrect care
§ Socio-medical advice and support in the development of services to ensure the needs-based 

continued supply of aids, remedies, etc.
§ Ensuring a contact person for expected emergency situations with preparation of the network (with 

health pilots if necessary)
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Transition Process

§ E. Von Ammon KIS Transition 
und wie weiter? 03/2004

§ Ehl, C, Künzle, C, Streuli J, 
Züger P. Modell St. Gallen, 
MSEB Sprechstunde am 
Kantonsspital St. Gallen KIS 
03/2024
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•School, hospital, etc.
•Parents, patient, physician, environment1. Early Information

•Case manager, paediatrician
2. Introductory 
Conversation & 

Participation Decision

•Paediatrician, case manager3. 1st Transition Meeting

•Case manager
4. Discharge Summary & 

Search for Adult 
Physician, Improve 

Network

•Adult physician, case manager5. 2nd Transition 
Meeting
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Projekt Papillon
Structural development project in 4 
years
for Pediatric Palliative Care

of the Health Compass Foundation
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Abschlussgespräch und Evaluation 
und individuelle Reaktion ggf. mit

Aufbauprojekt

18



19.06.25

4

How to achieve a swiss-wide support?

§ “Let the needs lead the structure.”

§ Using START-Questionnaire to identify PPC-Situations
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Establishment of the Paediatric Palliative 
Care Network Support Centre using the 

example of Eastern Switzerland
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Team Growth/Implementation PACT
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The challenge of financing: 
- pediatric palliative care needs support
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Next steps
3 phases of the Papillon project – plan for central Switzerland / 
LUKS
§ Phase 1 (2026): Establishment of an interprofessional core team, use of 

existing resources and targeted sensitization for the constitution of a 
regional network for pediatric palliative care.

§ Phase 2 (2027): Phased integration of the offering into existing clinical 
structures and financing models, as well as consolidation through team 
growth, training and network partnerships.

§ Phase 3 (2028–2029): Safeguarding and certification of the offers 
through standards and tools. Transition to regular care with full financing 
through additional income and existing service structures.

§ The effect is checked through continuous qualitative and quantitative 
evaluation during the set-up and beyond.
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Thank you for your attention!

Questions?
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Feedback/questions to:
juerg.streuli@gesundheitskompass.ch

Registration for „Begleitung durch 
Gesundheitslots:innen“ and ethics courses:
info@gesundheitskompass.ch
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