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It only works as a team

PACT — Multi-professional team:

= Secretariat / Administration -
= Care Coordination (... Case Management) — *
= Nursing

Family and grief counselling
Medical Service

Stiftung Gesundheitskompass (prior Dialog Ethik)

Secretariat / Administration

Health navigators (Gesundheitslotstinnen)
Associated model practice (Modellpraxis)
Network of various experte / HGPs
Practice Education

Implementation Research
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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

Offer

Support in complex medical i

Accompaniment 1o consultations and hospital visits

during difficult decisions

Advice and support in stressful or unclear situations
anization and moderation of network meetings to

clarify goals and responsibilities

Ethical consultation, mediation and conflict resolution

Guidance on Blectronic Patient Record (EPR / EPD)

and advance care planning

Support and empower patient and health care network

“Plan 2030” : 4 navigators per region. Growth on demand
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How do we finance the offer? How do we work?
Non-profit and independent UL HEREE T © nitial assessment of the situation, getting to know each
No commercial interests, no profit orientation hone / email other without obligation
donall oniyfeonerentand desres
e +Only if coherent and desire
Patrons and donations et
Financial support from commitied individuals (R
and foundations (screen +To assess concerns, need for support and urgency
LRSI © nternal assessment through medical, nursing and ethical
Associated model practics assessment inthe team ety
Collaboration with a physician-led practice
structure
Partial reimburssment through health insurance
or insurance / IV/SVA/ Assurance-
invalioits)
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How do we finance the offer? How do we work?

Non-profit and in ndent UL C N ¢ initial assessment of the situation, getting to know each
. phone / email other without obligation

Patrons and donations

Financial support from committed
individuals and foundations

Associated Model Practice

+To assess concerns, need for support and urgency
Cooperation with a medically managed
practice structure

LS LI © nternal assessment through medical, nursing and ethical
Partial billing via health insurance DT perspectives
companies o IV
§ LTI « At the location of your choice (hospital, home, online),
sustainable with strengthening of local

Declaration of consent to release

G «Only if coherent and desired

Completion of ashort questionnaire:
(screening, trage, assessment
START)

oo T sopor o s o,
resources [Pt - it the i o stengthening youand your ntwork and
o N making you self-employed
e o st ot
[T - i refection on the net steps i possible without
Gevelopment project further external support
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for Pediatric Palligtive Care
of the Health Compass Foundation
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Unterstiitzung mit regionalem
Strukturaufbau far Kinder und junge
Menschen in gesundheitlich komplexen
Situationen

Projekt Papillon
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With what?

Rundtische
Helfrkonfrenzen

Mansgement

support

and psychologic:
o Kind und

ding membs
¢ Familie

5. Support for grief and I
6 2 cess 1o PPC
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For whom?

PPCPat.  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) 0% 0%

Progressive diseases
Metabolic diseases, muscular dystrophy 25% 10%

Incurable diseases with severe disability
Cerebral palsy, mltipe cisabilties aftr raumatic rain injury /drowning 5% 15%
accident
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2 Examples

Fabian (3 years old):

= Encephalopathy after
protracted status
epilepticus infection-
triggered 2/25

= m/b acute necrotizing
encephalopathy

= Severe dystonia

B. (16 j&hrig):

Complex myslomeringocle with
FarSCephals VB sherg

Flaccid lumbosacral paraparesis,
vvﬁee\:halrsccess\bFe e

Nerogenic badder emptying, recyiri
catheter
Criart Il malformation, curently stable

Repetiive bridenileus episodes, multif
surgery

Close pedatric care inan
el
Hospital school attendence with
indiidual Support

First transition steps, taken, connection
JEE s ey

networking
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Fabian (3 years old):

Medical and nursing. Environment/Coordination

+ Organise relief and support «Involve the interprofessional
(e.g. home care services, team (e.g. specialised
night watch, respite care) paediatric centre,

+ Provi i diatrician, pafliative care)

« Enable and ensure care at
« Symptom assessment (e.g.
pain, spasticity, agitation)

* Clarify a 24/7 contact person

inate with daycare,
d

& types of

including grief counselling and
addressing feelings of guilt of
« Support decision-
(e.g. limitation of treatment)

gularly assess the
fect

ter fects

ositioni nating,
pressure-relieving, spasticity-

of me s (especially
benzodiazepines, muscle

relaxants, antiepileptics)
o o
juipment (e.g. supportive
seating/lying systems,
i ST,
inhalation aids)
N
- Stabsng slecp-wake )
v
SIS
dystonicus (incl. stepwise
protocol)

n: swallowing als upon request
difficulties, PEG, reflu, risk of

aspiration

and spa:

« Plan crisis interventions (e.g.
in case of infections or
respiratory distress)
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Increasing Dystonia Severdy.

Fabian (3eare old:

Accompanvingme
Clear communicati .."_""‘ e e
Relaxation: aromat e
if necessary alread = o —
Documenting Effec =] - o
Interdisciplinary Re =
265 76 |
s A T |

—Ini i g 1

Gabapentin: 10-2C - fegezd T

Clonidine: 0.5-1 pg &

Chloral hydrate (pr Wi
—fr - -

Chloral hydrate als

Baclofen: 0.25-0.5)

v: R
Diazepam (Psycho o EEL

- =ty BESSs
Morphine: 0.1-0.7 > 1 T e Tl ety
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Parents' assessment

= Quality of life: Zero ...

= |nteraction/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 tolet go
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Palliative Sedation - Criteria

+Besprechung m
inaraaapinaton Team

esprecning

s bevorshend)  Koneutaton Schmaszionst
+ Sehuere s S ces Lartns evasren \ | [ Opiod ovaion
 Enspricn ot .

Patint.Famile, mediziisches Fachoersonal mit il Sed. Everatander
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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 lfe
= 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)
190625 © Siiftng Gesundheliskompass 16
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Psychosoziale Enabling Support | Unterbringung.
Betreuung. Hilfsmittel Wohnform

Transition Process

Poych Vorbersitung

«School, hospital, etc.
« Parents, patient, physician, environment

arly Information

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

= Enl, C, Kinzle, C, Streuli J,
Zuger P. Modell St. Gallen,

« Case manager, paediatrician

* Paediatrician, case manager

= BT
T o e MSEB Sprechstunde am
e SRR s :
— e Kantonsspital St. Gallen KIS
« Adult physician, case manager 03/2024
1cezs o it Cosaretsianpes .

‘Abschlussgesprich und Evaluation
und individuelle Reaktion ggf. mit
‘Aufbauprojel

Projekt Papillon

Structural development projectin 4,

years
for Pediatric Palliative Care

of the Health Compass Foundation
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Unterstiitzung mit regionalem
Strukturaufbau far Kinder und junge
Menschen in gesundheitlich komplexen
Situationen
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How to achieve a swiss-wide support?

= "Let the needs lead the structure.”

= Using START-Questionnaire to identify PPC-Situations

Establishment of the Paediatric Palliative Es%nur;\gnsns
Care Network Support Centre using the
example of Eastern Switzerland

Entwicklung PACT Patientenzahilen 2019-2024.

100625 © Situng Gosndhaskompass .g
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SEEONDEETs SEEONDETs
) KOMPASS The challenge of financing: KOMPASS
Team Growth/Implementation PACT - pediatric palliative care needs support
Stellenentwicklung PPC 2019-2024
N Einnahmen
w : 300000
- 2 200000
100000
. | .
.= mu i

MORGKB Tarmed TP Finanzierungsliicke

o e o o o o Abb. 4: Verhiltnis Einnahmen durch DRG-Komplexbehandlung (DRG KB), Taxpunkte (TP) und Bedarf
s o o s alitive 22023
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Next steps X
. f . eedback/questions to:
3 phases of the Papillon project — plan for central Switzerland / : i i e
LUKS hank you for your attention!

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 gualitative and quantitative
evaluation during the set-up and beyond.
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Registration for ,Begleitung durch

Gesundheitslots:innen” and ethics courses:

info@gesundheitskompass.ch
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