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Place of dying, place of care 
The impact of therapeutic success 

 The great majority of people who are living with life limiting 
or terminal conditions spend their time with families, 
workmates and friends beyond the formal health care 
system.  

 Many people feel unprepared when such illnesses befall 
them or others.  

 We need to recapture and refresh the old ways of caring 
for one another – those persons who are dying and those 
left behind. 

                 Kellehear 2005 



Characteristics of a Compassionate Community 

•  Recognises compassion as an ethical imperative 
•  Meets the special needs of its aged, those living 

with life-threatening illness, and those living with 
loss 

•  Has a strong commitment to social and cultural 
difference 

•  Involves grief and palliative care services in local 
government policy and planning 

•  Offers its inhabitants access to a wide variety of 
supportive experiences, interactions and 
communication 
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•  Promotes and celebrates reconciliation with 
indigenous peoples and the memory of other 
important community losses 

•  Provides easy access to grief and palliative 
care services 

•  Recognises and plans to accommodate those 
disadvantaged by the economy, including rural 
and remote populations, indigenous people 
and the homeless 

•  Preserves and promotes a community’s 
spiritual traditions and storytellers 
 Kellehear, A. (2005) Compassionate Cities: public health and 
end-of-life care. London: Routledge.  

5 



The revival of dying 
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Themes of the revival 
•  Emphasis on independence, autonomy, disclosure, 

personal quest (the hero’s journey) 

 Hospice has therefore adopted these principles - openness, mind 
together with heart, and a deep concern for the freedom of each 
individual to make his or her own journey towards their ultimate goals. 
 Saunders, C. (1996) ‘Hospice’ Mortality 1 (3),317-322, p. 319 

•  At the fringes of the health service 
 We moved out of the National Health Service . . . so that attitudes and 
knowledge could move back in. 

 Saunders, C. (1981) ‘The founding philosophy’ in C. Saunders, D. Summers 
& N. Teller (eds) Hospice: the living idea, London, Edward Arnold, p. 4. 

•  Attention to ‘out of time’ dying 
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Mainstreaming hospice as palliative care 
•  From ‘freedom to journey’ to knowledgeable consumer 

•  Resurgence of technology: attention more upon physical 
and emotional interventions, less upon social and spiritual 
dimensions of care 

•  Hospice’ focus on ‘out of time’ deaths from cancer 
transferred to health system approaches: everyday dying 
still problematic 

•  Services less in touch with the local communities that 
created them 

•  From good death to managed death   

8 



Hospice and palliative care 

As hospice becomes palliative care: 
•  changes from grass-roots movement to 

centrally-funded services,  
•  becomes conformed to health system through 

funding, reporting and evaluation, so that 
•  clinical priorities dominate approaches to care 
That is, palliative care policy and practice has 
become increasingly specialised, with delivery of 
care professionalised and individualised 
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Under-developed areas of palliative care  

Social science and public health perspectives 
Social and spiritual dimensions of care 
Early stage care 
Care for those with life-threatening (not just 
terminal) illness 
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Dying and grieving continue to be seen 
primarily as healthcare concerns 
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As a consequence 
•  Dominant stories in public sphere are about what health 

professionals and programs can do 

•  The social issues which were identified early in the revival 
remain as issues today: 

•  Communication 

•  Medicalisation of dying triggering second generation hospice 
movements 

•  The indignity of dying with dignity 

•  The dominant palliative care storyline can support well a 
minority of contemporary deaths, but renders a majority of 
deaths problematic, because they do not (cannot?) 
conform to this narrative  
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We need to remember 

 The great majority of people who are living with cancer and 
other life limiting or terminal conditions spend their time with 
families, workmates and friends outside of any formal health 
care system.  

 Most care during this time is informal (non-professional), 
even though many people feel unprepared when such 
illnesses befall them or others.  

 The stories that emerge from informal care may complement 
the dominant stories of formal care: but they are usually 
much more varied, more nuanced, more centred in social 
networks 
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Why involve public health? 
Because death, dying loss are seen as healthcare concerns, 
public health is a logical partner for broadening this 
perspective, in particular because it introduces a social 
perspective that gives attention to:  

•  dominant voices, but also 

•  voices that are marginalised, excluded, absent 

•  how are boundaries are established and maintained 

•  the tension between problems and possibilities  
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Agency and structure 
The choices we have available to us are 
framed by the chances we have been 
given: agency is continually negotiated with 
structure 
 
 
 

From our community at each stage we need confirmation, 
challenge and continuity - that is, we need to be accepted as 
we are, to be offered a vision of what we might become, and to 
be reminded of where we have been. 
 

Kegan, R. (1981) The evolving self, Harvard, Harvard University Press 
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Social Determinants: the diversity of 
experience 
 The social determinants of health are the circumstances 

in which people are born, grow up, live, work and age, 
and the systems put in place to deal with illness. These 
circumstances are in turn shaped by a wider set of 
forces: economics, social policies, and politics. 
WHO Commission on SDH, Backgrounder 3 

At end of life, as at all other points of the life span, we 
need to pay attention to the proximal causes of illness, 
the causes of those causes – lifestyle and environmental 
factors – and the causes of the causes of these causes 
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Social Gradient: inequality 

 All societies have social hierarchies, and within those 
hierarchies health and longevity invariably reflect a 
gradient in health that is better at the top than at the 
bottom, while most diseases are also concentrated at 
earlier ages at the bottom. 
 Cockerham, W. (2007) Social causes of health and disease. 
Cambridge, Polity Press, p. 9 
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Public health messages 

•  In pursuing health we need to attend to the causes of the 
causes of the causes of mortality and morbidity 

•  Our health – our living and our dying – is shaped by the 
way we live our lives, by the balance of chances and 
choices available to us, and by a sense of agency, based in 
autonomy, in order to make these choices   

•  Societies need both to embrace diversity and reduce 
inequality, with health as a value across all sectors 
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Two sides of the one coin …. 

Allan Kellehear, in two foundational 
books, applies the public health 
policies, Ottawa Charter and Healthy 
Settings, to palliative care and end of 
life care, leading to Health Promoting 
Palliative Care and Compassionate 
Cities respectively: 
Kellehear, A. (1999) Health Promoting 
Palliative Care. Melbourne, Oxford University 
Press 

Kellehear, A. (2005) Compassionate Cities: 
public health approaches to end of life care. 
London, Routledge 
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Health Promoting responses to palliative 
care policy and practice aim to: 
Complement clinical approaches 
Encourage community alliances 
Restore social and pastoral/spiritual interventions 
Allow for diversity amongst clients 
Expand understandings of health & challenge 
current health policy 
Reclaim an holistic perspective 
 

21 



Public	  Health	  &	  Pallia.ve	  Care	  

Health	  promo.ng	  pallia.ve	  care	  services	  are	  needed	  to	  
facilitate	  and	  contribute	  to	  compassionate	  communi.es	  

End	  of	  life	  care	  needs	  to	  be	  coordinated	  outside	  the	  
health	  services	  for	  genuine	  and	  sustainable	  community	  
change	  to	  take	  place	  

Public	  health	  approaches	  invite	  us	  to	  consider	  the	  place	  
of	  death	  in	  human	  development:	  that	  is,	  in	  what	  sense	  
can	  dying	  be	  seen	  as	  a	  healthy	  ac.vity	  rather	  than	  
capitula.on	  to	  illness?	  
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Public health perspectives 
•  Health	  is	  more	  than	  the	  absence	  of	  disease	  and	  
disability	  

•  Health	  is	  created	  in	  communi.es	  that	  aBend	  to	  the	  
richness	  and	  diversity	  of	  human	  experience	  

•  A	  fundamental	  requirement	  for	  health	  is	  a	  healthy	  
environment:	  health	  is	  socially	  determined	  

•  Strategies	  for	  health	  involve	  much	  more	  than	  providing	  
‘health	  services’	  

•  Public	  health	  must	  address	  both	  individual	  and	  
structural	  aspects	  of	  society	  
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Some qualifications 
•  Public	  health	  is	  not	  the	  same	  as	  psychosocial	  care:	  need	  to	  

maintain	  both	  individual	  and	  structural	  strands	  

•  Introducing	  a	  public	  health	  perspec.ve	  is	  not	  a	  demand	  for	  
health	  services	  to	  take	  on	  even	  more	  responsibility;	  but	  it	  is	  an	  
invita.on	  for	  health	  services	  to	  consider	  what	  they	  aspects	  of	  a	  
public	  health	  program	  they	  might	  provide,	  what	  they	  might	  
facilitate,	  and	  what	  they	  might	  encourage,	  based	  upon	  their	  
knowledge	  and	  experience	  of	  downstream	  dilemmas	  

•  While	  community	  development	  is	  not	  about	  providing	  more	  
professional	  services,	  it’s	  not	  necessarily	  about	  providing	  less	  
	  
	  

 



Dilemmas	  in	  public	  health	  practice	  
•  Access to healthcare (illness care) does not necessarily 

result in health 

•  Social distance, resulting from social inequality, is a key 
(negative) health determinant 

•  Declining public ownership of public services makes 
socially-informed interventions problematic 

•  Risk discourse further individualises social determinants of 
health 

•  Community development processes and outcomes are 
more health- than illness-related, and are marginal both to 
health service thinking and budgeting 
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How might we recognise the diversity of 
social experiences of dying so that: 
 
•  People might die in ways more appropriate to the ways 

they have lived 

•  More people might contribute to the support and care of 
dying friends, family members, and neighbours 

•  That the stories about transformative experiences in caring 
becomes prominent 

•  The knowledge about human dying that’s being 
accumulated in the health system, palliative care programs 
in particular, becomes more available to the community?  
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Looking ahead: three challenges (among 
many) 
  

•  Confronting the division of labour between formal 
and informal care 

•  Adopting a health assets approach 
•  Providing compassionate care 
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Addressing the ‘division of labour’ 
•  Social management of dying and grief through informal 

networks in the community is continually under threat from 
formal networks that are geared to take control 

•  Every time a formal care organisation recruits and trains a 
community volunteer, that person’s capacity to contribute 
as a member of their community is compromised.   

•  We seem to forget that professionalised care is no 
guarantee of safety. 

•  Formal and informal care: parallel or integrated networks? 
Seamless services or genuine choice?  
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Adopting a health assets approach 

•  What assets, strengths, and possibilities co-exist with 
perceived deficits, needs and problems for this person and 
community? 

•  Might it be better to facilitate possibilities than focus on 
problems? 

•  How can we provide compassionate care? 
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Compassion as a social emotion 

 Compassion. We respond with humanity and kindness to 
each person’s pain, distress, anxiety or need. We search 
for the things we can do, however small, to give comfort 
and relieve suffering. We find time for those we serve and 
work alongside. We do not wait to be asked, because we 
care 
 NHS Constitution 2010  
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Practising compassion 

 Can compassionate care be offered by healthcare 
practitioners if they don’t have a compassionate 
workplace? Can we have compassionate 
workplaces if we don’t have compassionate health 
services? Can we have compassionate health 
services if we do not have compassionate social 
policies, and politics, and economics……? 
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Creating compassionate spaces 
•  Revisioning	  care	  -‐	  renego.a.ng	  the	  dominance	  of	  risk	  

management	  and	  clinical	  prac.ces	  that	  ignore	  or	  minimise	  
social	  determinants	  of	  illness	  and	  health	  

•  Adding	  social	  capital	  to	  economic	  capital:	  changing	  our	  values,	  
listening	  to	  marginalised	  voices	  

•  Inves.ng	  in	  transforma.on:	  care	  across,	  not	  just	  within,	  
genera.ons	  

•  Managing	  globalisa.on:	  ethical	  prac.ce,	  ethical	  investment	  
•  Resis.ng	  illusion:	  acknowledging	  interdependence,	  prac.sing	  

relinquishment	  
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Compassion as a spiritual practice 

 To train in compassion is to know that all beings 
are the same and suffer in similar ways, to honour 
all those that suffer, and to know that you are 
neither separate from nor superior to anyone 

 
 

Soygel Rinpoche 
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Spirituality in the contemporary world  
•  Spirituality as a place to stand: seeing, perceiving, valuing 

•  A practice more than a proclamation 

•  Relativising or destabilising the status quo: subversive of 
hierarchy, expert status, aiming at mutuality 

•  Spirituality may be transformative or stultifying, redemptive 
or destructive  

•  Settings matter: 
•  Individual beliefs and practices are formed in social and cultural 

contexts. 

•  Spirituality need not be reflective, articulated, conscious 

•  Spirituality may be expressed in a variety of ways: knowledge, or 
action, or devotion, or struggle 
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Individual spirituality: nurturing 
autonomy 

•  Who am I? [identity] 
•  Who are we? [community] 
•  What are we doing here? [meaning/purpose] 
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The relational web: spirituality 
develops in relationships 

With places and things (spatial) 
With self (intra-personal) 
With others (inter-personal) 
Among people (corporate) 
With transcendence 
 

Lartey, E.(1997) In living colour: an intercultural approach to pastoral care 
and counselling, London, Cassell, 113. 
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Strategies for spiritual care 
  
•  Settings: where does a person feel safe?  

•  Stories: what narratives shape this person’s experience 
and understanding of herself and her world? 

•  Systems of belief: to what tribe does this person belong? 
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Communal spirituality 

•  What is a good life? 
•  What constitutes a good society? 
•  What makes for a good death? 
Society’s answers to these questions are the context 

for, and provide the content of, each individual’s 
answers to who am I? who are we? What are we 
doing here?  
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The	  social	  mission	  of	  hospice	  and	  
palliative	  care:	  nurturing	  sustainable	  
communities	  

•  Reflectivity 

•  Systemic thinking 

•  Negotiation 

•  Equitable participation 

•  Integration of understanding in a collective learning 
process 

 Brown, V. & Ritchie, J. (2006). Marks of a sustainable community Health Promotion Journal 
of Australia 17 (3), 211-216.  
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Community	  capabilities?	  

•  Preservation	  of	  community	  life	  
•  A	  healthy	  community	  

•  Reciprocity	  within	  and	  between	  communities	  

•  Sharing	  of	  joys	  and	  sorrows,	  responsibilities	  and	  rights	  

•  Just	  distribution	  of	  resources	  

•  Institutions	  that	  reflect	  and	  are	  built	  upon	  community	  
preferences	  
	  Mooney,	  G.	  (2005)	  Communitarian	  claims	  and	  community	  capabilities:	  furthering	  
priority	  setting?	  Social	  Science	  &	  Medicine	  60,	  247-‐255.	  
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Communities with capacity 

•  To support members living with change and loss, 
seeing loss as having the potential for 
transformation (active) 

•  To develop and maintain resilience around 
change and loss (preventive) 

•  To develop and maintain social capital (to be a 
community in the first place) 
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Strategies 
•  Initiatives taken by palliative care services 

(awareness activities, education and training, 
social marketing …) 

•  Community initiatives facilitated by palliative care 
services (seed funded projects, partnerships 
within and beyond healthcare sector ….) 

•  Seeking community engagement and feedback 
(why do only some people use our services, how 
might our skills be used in support of natural 
networks …?) 
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Resources 
•  http://www.pcvlibrary.asn.au/display/sep/

Developing+compassionate+communities 
•  http://www.publichealthpalliativecare.org  
•  International Association for Public Health and 

Palliative Care 
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Thank you 

 
b.rumbold@latrobe.edu.au 


