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Welcome and Reminders

• Please introduce yourself in the chat

• Your microphones are muted. There will be time for questions and 

discussion following the Special Lecture. Please add your questions in the 

Q&A function.

• Please use the chat function for comments or if you are experiencing 

technical difficulties.

• This session is being recorded and will be made available via Pallium 

Canada.
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Care Connections Program

A suite of free resources and activities 
designed to support caregivers.

Purpose: Empower Canadians to better 
support the caregivers in their lives and to help 
strengthen the important social connections 
within our communities.

Target audience: All those providing care, and 
anyone interested in supporting a caregiver.
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Care Connections Program

• What is included:

• Atlas CareMap Toolkit

• Atlas CareMap Community Workshop Toolkit

• Social Connections in Palliative Care

• LEAP™ Carers
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What is a Care Map?

• A Care Map is a simple, visual diagram 
of the people involved in providing 
care.

• The map helps to:

• Strengthen a caregiver’s support 
network.

• Organize caregiving tasks and 
activities.

• Highlight areas where additional 
support is needed.
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Atlas CareMap

• Atlas CareMap Toolkit - Resource for anyone who would like 
to create a care map. Includes:

• Guide to create an Atlas CareMap.

• Sharing with family, friends and health care professionals.

• Atlas CareMap Community Workshop Toolkit - Resource for 
anyone who would like to run a care map workshop in their 
community. Includes:

• PowerPoint presentation for workshop.

• Templates to promote and invite people.

• Speaking notes.
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Developing and evaluating 
Compassionate communities

Joachim Cohen
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A challenge is 

how to develop 

them and where

… and to 

evaluate them

Examples illustrate 

opportunities and 

barriers

There is an obvious 

reason for 

compassionate 

communities
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There is an obvious reason for 

compassionate communities
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+/- 11 mln inhabitants 
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And family caregivers?
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What does the  family ‘palliative’ care giver 
look like?



1818

Meer dan 600.000  informal palliative caretivers every year in Belgiun

SCV survey 2014; adult population Flanders

7.6%
Family care in past 12 months to person met chronic/terminal illness

=+/- 390.000 
every year (➔ +/- 670.000 for whole Belgium?)
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2020

Every year almost 1 million Belgians 
experiencing loss close family member
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Every year almost 1 million Belgians 
experiencing loss close family member

Aoun et al. 2015, PLoS One
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+/- 11 mln inhabitants 

every year:

110.000 deaths,

→ 50.000-82.000 with PC 
needs;

> 600.000 family carers for 
chronic /terminally ill

+/- 1.000.000 experiencing loss 
close family member

+/- 38 mln inhabitants 

every year:

>300.000 deaths,

→ 120.000-225.000 with PC 
needs;

> 1.6 million family carers for 
chronic /terminally ill

+/- 2.700.000 experiencing loss 
close family member
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Our main responses to these challenges

Specialized PC and 

grief services

Generalist PC
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Model for cardiovascular health

Cardiologist

Primary care 

professionals
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My PC algorithm:

IF 

Palliative Care = promoting wellbeing in experiences of serious 
illness, dying and loss,

Through strategies that include early intervention, harm reduction 
and prevention 

THEN 

Broader model/approach is needed to address challenge, 
including health service AND civic/social responses
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Model to address serious illness, end of life, family 
caregiving and loss

Compassionate 

neighborhoods and 

communities

Informal PC Specialized PC and 

grief services

Generalist PC
Compassionate cities

Prevention

Early intervention

Harm reduction

Education

/awareness 

general public

(knowledge and 

attitude)
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The larger part of our experiences with 
serious illness, caregiving, dying and loss 
happen in community contexts 

Home (with family and friends)

Schools

Workplaces

Neighborhoods

Cities

…
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Experiences of serious illness, caregiving and 
bereavement happen every day in a 
university
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Experiences

University as high-pressure 

environment

Navigating a complex 

information and support 

system

Disenfranchised grief

Support needs

Clear processes 
and procedures

Flexibility in policy 
application

Skills training and 
awareness raising

Proactive support 
and recognition

“That you have the practicality to postpone an 

exam, reschedule a task, that they give the 

documents that are needed. That’s the main 

form of support a university could offer. That you 

don’t have to start looking for 10 documents on 5 

sites to be able to postpone 1 deadline.” (S5) 

“The university is a stressful work environment because you need to be 
available to your students and continue with your research and other 

responsibilities. You may have to cancel classes or need to find a 
colleague who can take over; however, you are always worried about 

burdening others. What I wanted to say, is that I am worried about my 
potential absence. There is very, very little margin to be missed.” (P12)

“Apart from digital condolences from my manager, I have felt 
very little compassion. (…). Only one colleague, besides my 

supervisor, sent me a warm message during that whole period. I 
was devastated.” (P26)

“I was so tired because I was being pushed from pillar to post. 
So I thought, I’ll just do the exams and see what happens, if I 
pass I pass, if I don’t pass I don’t pass. That was a real shame. 

And in the end, I got an e-mail that I was not even able to apply 
for a retake because the death did not take place within the 

exam period itself.” (S19) 

“Let’s do a theme week about death with arts, music, or dance 

so we can share things, things we cannot yet comprehend or 

put into words, like the overwhelming pain of grief.” (S3)

“Perhaps like a top sport statute, there could be a 

statute for family caregivers. That you don’t have to 

bring in proof from a doctor every time you have to go 

to the hospital.” (P15)

“One of my professors last year was lovely, she sent me an e-mail 

with a poem (...). I felt so supported by this small gesture.” (S4) 
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… and to 

evaluate them

Examples illustrate 

opportunities and 

barriers

There is an 

obvious reason for 

compassionate 

communities

A challenge is 

how to develop 

them and where
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A challenge is how to develop 

them and where
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Compassionate community/city

What? 

How? 

With whom? 

Whereto?
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3737
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Long term 

aims

? ? ?
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A compassionate 

city is one where serious 

illness, dying, caregiving 

and grief is everyone's 

business. It is a social 

ecology approach based on 

principles of participation, 

empowerment, inclusion, 

respect and dignity

Key 

principles
Target 

groups
Activities/a

ctions
Primary 

focus
OUTCOMES OUTPUTS INPUTS SUCCESS 

FACTORS

Examples 

of target 

groups

People in 

schools

Workplac

e policies

Local policies

Evaluation
Implementation

School 

policies

empowerment

Employers and 

employees

Local 

government
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Characteristics of a compassionate city program

Change at different 
socioecological levels  

Participation and collaboration

Coordination and Facilitation

Sustainability

Complexity and nonlinearity

A compassionate city 
is one where serious illness, 
dying, caregiving and grief is 
everyone's business. It is a 

social ecology approach 
based on principles of 

participation, empowerment, 
inclusion, respect and dignity

Key 
principles

Target 
groups

Activities/
actions

Primary 
focus

OUTCOMES OUTPUTS INPUTS SUCCESS 

FACTORS

Social environm
ent

Phys
ica

l 

enviro
nm

ent

participation

collaborations

co
ord

inatio
n

su
st

ai
na

bi
lit

y

Examples 

of target 
groups

General 

population

Volunteers/ 

neighbours

People in 

schools

A
w

areness 

raising

Education

Creating new 
social networks

Workplace 

policies

Local policiesCommunity 
participation

EvaluationImplementation

School 

policies

Compassi
onate 

insti
tutio

ns a
nd 

asso
ciatio

ns (
eg

busin
esse

s, 

government a
gencies) 

P
la

ce
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fo
r 

m
o

u
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empowerment

Employers and 
employees

Local 

government

Life-stance group 

representatives
Civic 

organizatio
ns

Ci
ty
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se
rv
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Bruges Herzele

©Damien De Leeuw

Vrije 
Universiteit 
Brussel
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Bruges Herzele

©Damien De Leeuw

Vrije 
Universiteit 
Brussel

Large city (7th in Belgium)

Urbanized (Historic centre)

119,000 inhabitants

37% single household

31% aged 60 or over

Smaller municipality

Semi-Rural (Urban centre)

18,500 inhabitants

29% single household

26% aged 60 or over

Mid-size university

2 large campuses, 9 Faculties

+/- 20,000 students (4,700 

international)

4,000 staff
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Bruges Herzele

©Damien De Leeuw

Vrije 
Universiteit 
Brussel

Core 
Team

Lonely
deaths

After
(death) 

care

grief and 
consolati
on spots

Compassio
nate 

schools

Compassio
nate 

workplaces

Compassio
nate 

community
Sint-Kruis

CC Policy 
meeting

Compassionate 
schools

Compassionate 
neighborhood 
Herzele Centre ‘Pulling

team’ per
school

City: 

Council: 2 Aldermen +

City Director

Project lead: Team 

‘Local Social Policies’

City: 

Council: 2 Aldermen +  City Director
Project lead: Local Services Center

Social change manager (20% FTE)

PhD researchers

Research

Project

Core 
Team

Outreach to 
university 

community

PhD researcher

Chancelor’s office, 

HR, 

Marketing & Communication, 

Student Guidance, 

Academics of COCO
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Should hospice or PC services lead this?
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Focus on bedside care, not general public (%)
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Built or helped to build informal end-of-life
support or care networks(%)
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A challenge is how 

to develop them 

and where

… and to evaluate 

them

Examples illustrate 

opportunities and 

barriers

There is an obvious 

reason for 

compassionate 

communities
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… and to evaluate them
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https://doi.org/10.1177/026921632211465

https://doi.org/10.1177/026921632211465
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More than 100 frameworks 

exist, making it difficult to 

know where to start
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Criteria of Compassionate Communities
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Characteristics of a compassionate city program

Change at different 
socioecological levels  

Participation and collaboration

Coordination and Facilitation

Sustainability

Complexity and nonlinearity

Compassionate cities programs =
Complex Adaptive Systems 

Agents

Emergence 

Feedback 

Adaptation 

Self-organisation

Co-evolution

Non-linearity
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A combination of frameworks and approaches is 
suitable

Change at different 
socioecological levels  

Participation and collaboration

Coordination and Facilitation

Sustainability

Complexity and nonlinearity

Developmental evaluation approach 

Consolidated Framework for Implementation 
Research (CFIR)

i-PARIHS framework

Normalization Process Theory (NPT)
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Facilitation:
- Change manager

- Project facilitators 

Interviews Observations
Document 

analysis

structured 

reports

Facilitation

Representative city for process guidance

Research team

1) change manager - city project facilitator  - research team
2) Access to networks
3) Operational <> developing vision

Barriers
1) Shortage of staff and staff turnover on project at city level
2) Risk of ‘taking over’ versus engaging, stimulating…
3) Reshuffling priorities due to external context (COVID, electoral 

pressure, other projects)
4) Issues of (perceived) power, ownership, echelons



Interviews Observations
Document 

analysis

Coalitions / 

internal 

environment

Creation of new collaborations and 
networks
Knowledge exchange
Autonomy for different working groups
Linking with other wellbeing projects

‘Meetings logic’
Lack of concrete actions
Lower engagement in some 
working groups
Usual suspects problem 
(missing stakeholders)

→ Evolution to a transversal 
knowledge exchange network

C
o

alitio
n

 fo
rm

atio
n

The fragmentation has 
become a bit smaller 
to me.



Neighborhood

survey

Neigborhood

conversations

Coalitions / 

internal 

environment

In 1 neighborhood in Bruges and Herzele
Random sample from population register
Obtained N= 714, 
about 40% response rate

Mapping needs, strengths, assets in 
neighborhood:

- Neighborhood survey
- ’Soep met babbels”

- Neighborhood conversations

Engaging a neighborhood community 
builder

N
e

igh
b

o
rh

o
o

d
 

activities

Neigborhood

interviews with 

identified assets



Neighborhood 
activities

✓ Large nr of experiences

✓Need for knowledge exchange and inspiration

✓Referrals: how and to whom?

Experienced needs for a change around serious 
illness, loss, grief

✓Is it our task to do this?
✓Will I be doing the right thing? 
✓I don’t always have time for this….
✓Discrepancy between theory and practice: can 
neighbourhoods solve palliative care challenges? 

Relative priority?



Neighborhood 
activities

Designing the innovation?

COMPASSIONATE SIN-KRUIS

??
??

Neighborh
ood police

Local 
healthcare 

partners Local shops 
and 

businesses

Faith groups

Neighborhoo
d 

committees
✓Places of solace
✓Inspiration days
✓…

✓Identified need for a facilitating 
(not dictating) neighborhood 
Community developer 
as external change agent



Citizens participated to 
workshops, events,…

Citizens actively 
participate in actions

C
itizen

s

Organization of events, workshops, 
participatory brainstorms…:

- Knooppunten
- Geborgen zorgen

- …

OutputsActivities
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Compassionate Herzele
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Koffie met je buurt

BankContact



6868



6969

Outcomes and impact?



Monitor changes Flexible process 

evaluations

Repeat survey in all cities and 
neighborhoods

Longitudinal qualitative data from 
observations and interviews

Most significant change method

Ripple Effects Mapping

Causal 

attribution

Organisational network analysis



7171

Some preliminary outcomes/impacts

Spontaneous action is happening (in schools, in neighborhoods …)

Neighborhoods have added these topics to their caring neighborhood 
work, responding to identified need and strengths

Strengthened broader group cohesion (eg schools, workplaces)

Strengthened networks and improved collaboration between 
organisations → knowledge exchange

Links/integration with other wellbeing projects established

Increased acceptance and awareness 

Broader support for compassionate policy and procedures

Creation of champions within some settings

Ripple effects to other communities, localities and organisations 
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A challenge is 

how to develop 

them and where

… and to 

evaluate them

Examples illustrate 

opportunities and 

barriers

There is an 

obvious reason for 

compassionate 

communities
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Examples illustrate opportunities and 

barriers



The palliative care response to societal 
challenges of serious illness, dying and loss 
in 4 stages

1) PC  Movement
2) PC services (specialization 

and mainstreaming)

3) Generalist PC 

and early PC
4) Civic PC

Health service response Social response
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There is a range of possible (compassionate 
community) programs that can address this



7676

Developing compassionate communities: some 
recommendations based on encountered opportunities 
and barriers

Who leads this matters
Different sources of entry, each with their advantages and 
disadvantages (city vs health care service vs civil society…)

Reflection about who owns dying and death

Stakeholder coalition building, engagement and 
participation demand facilitation: 

Building on and strengthening existing assets rather than 
implementing a program

Dynamic process

Tensions about power and mandate emerge throughout 

Avoid limitation to the ‘usual suspects’

Facilitation is key, needs resourcing (and mandate)

Participation is a core underlying principle (but expert input can 
meet a desire for best practices and guidance) 

Clarity about expectations and co-creation

Invest in group cohesion

Tensions between community-building approach and need for 

demonstrable and quantifiable change (KPIs)

Social change takes time:
A lot of work/time in finding common ground / collective 
understanding about aims and road thereto

Change happens slowly (not in 3-4 year period) → long term 
program rather than project 

Change does not happen linearly

One step at a time

Time and mandate (and staff turnover) are a constant challenge

Focus on distal aims but proximal actions
Paralysing effect of ‘distal cultural change’

Logic model to link actions to desired outcomes

Connecting existing networks and ongoing initiatives and 
‘adding our themes’ rather than only setting up new structures
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ACADEMY 18 – 20 OCTOBER 2024

CONFERENCE 22 – 25 OCTOBER 2024

CITY FESTIVAL 22 – 25 OCTOBER 2024
HIGHLIGHT 24 OCTOBER 2024
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CALL FOR ABSTRACTS: UNTIL 28 JANUARY, 2024

MORE INFORMATION? 

WWW.PHPCI2024.ORG
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Q&A Session
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Award Ceremony
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Certificate of Recognition
This award is given to 

Dr. Joachim Cohen
for the World Hospice and Palliative Care Day Special Lecture 2023:

Compassionate Communities: Together for Palliative Care
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Session Wrap Up

• Thank you for joining us!

• Please fill out the feedback survey following the session—a link has been added into 

the chat
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Thank You

Stay Connected

www.echopalliative.com

http://www.echopalliative.com/
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