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Dying, death and doulas. 

 

 

They’ve been around for aeons. Whether they’re called death doulas, end-of-life doulas or 

death midwives their role is the same.  They are the knowledgeable friend who provides 

support for the dying; who knows the system and how to navigate it; who can work 

alongside medical professionals; and who strives to fulfil deathbed wishes.  But in a society 

that has institutionalised dying as medicine advanced, it has become taboo to talk about it 

let alone do it at home.   

 

Those same advances in medicine mean that most people in the developed world now die 

when they are old.  They’re also more likely to see death coming as cancer and chronic 

illness overtake acute serious illnesses as the leading killers.  This, along with an ageing baby 

boomer population means that over the next two decades the number of Australians who 

die each year will double.  The majority would prefer to die at home but on current trends, 

few will have that choice. 

 

Place that in the current context of debates about assisted dying, euthanasia and 

underfunded palliative care services and it’s clear something needs to be done to address 

our approach to dying in Australia.  It raises the question: Can death doulas play a role? 

 

Report after report flags the problems we face and the need for cultural change. In 2014, 

Gratton Institute found that while 70 per cent of Australians want to die at home, only 14 

per cent will; half the rate of some other countries such as New Zealand and the United 

States.  It noted that Australians don’t get what they want and end up in institutions due to 

a lack of support for their informal carers – spouses, children, parents and friends – and that 

end-of-life services are fragmented with insufficient palliative care services.  As well, it 

found “a significant proportion of dying people do not have a carer”. 

 

The report urged “policy and attitudinal change to enable more people to die comfortably at 

home and in home-like environments…” It found such changes could be effectively cost 

neutral with higher investment in community-based palliative care being offset by reduced 

demand on hospital and residential aged care services.   

 

The cost factor is reflected in the 2015 Quality of Death Index report by the Economist 

Intelligence Unit that ranked Australia second overall, behind the UK and with New Zealand 

ranked third.  Despite our high ranking it mentions low funding and lack of access to 

palliative care as an issue.   

 

The report concluded: “Whether it is to cut costs, increase quality of life or improve 

patients’ survival, developing palliative care services should be a priority for every 

healthcare system worldwide. Countries will need to act fast. Given the inevitable increase 

in demand, if governments are not to become negligent in meeting the needs of tens of 
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millions of individuals and families going through what are difficult and painful experiences, 

a business-as-usual approach will no longer suffice.” 

 

Likewise, a 2017 NATSEM report commissioned by Palliative Care Australia also found that 

increased palliative care services would reduce health care costs across the system and 

enable more people to die at home.  However, it noted that there was some cost shifting to 

caregiving families that could put them under financial strain. 

 

The Gratton report also flagged a need to talk, stating: “… In Australia we tend to avoid 

discussion of and preparation for death, hoping that the health system can put off its 

inevitability. At the same time, our health system struggles to shift its focus from cure and 

rehabilitation to care and support for people who are dying.  Both the community and 

health professionals need to discuss more openly the limits of health care and people’s 

wishes to die at home. Without systematic policy change, it is unlikely that such discussions 

will occur or that services will be reoriented to meet people’s preferences for dying.”   

 

With this in mind, one of the key recommendations to come out of the report was to 

implement a national public education campaign on end-of-life.  However, a grass roots 

campaign has been running for some years in Australia modelled on overseas experience. 

 

Kerrie Noonan, a clinical psychologist in a Sydney palliative care service, has a long-held 

interest in death and dying.  Over 20 years she has worked to bring death and dying out of 

the shadows and into the community; promoting death literacy through The GroundSwell 

Project and Dying to Know day.  GroundSwell, Palliative Care Australia and supporters also 

work with the international movement, Compassionate Communities, which “aims to build 

community capacity to support people approaching the end of their lives” rather than 

leaving the responsibility of caring solely to health and social services. 

 

Kerrie has also just completed a PhD that looks at the “death system” which included 

interviews with health professionals and death doulas.  She says that while palliative care 

plays an enormous role in end-of-life care we are not getting the best of both worlds at this 

stage. She points to a tension in the end-of-life sector as strong voices call for more 

palliative care funding:  “If we accept that palliative care and aged care is never going to be 

fully funded, we can start to re-think the way we care for each other.  We can’t be 

dependent on health care services alone.  We need to be thinking upstream and get our 

social networks mobilised and have a conversation about the things the health system can’t 

offer; perhaps this is where death doulas can have a role.   

 

“We all want relief from pain and nausea - the things a doula can’t offer - however, my 

experience is that health professionals may have awesome palliative care skills, but may not 

have death literacy.  There is an informal space between formal care and community care 

that hasn’t been fully explored. 
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“There can be an element of ‘who are you?’ when a doula is advocating on behalf of a 

person who is dying.  A doula can be like a knowledgeable friend who knows the system and 

helps to navigate it with the backup of palliative care.  They are a pivotal point within a 

network that our research has shown averages 16 carers; family, friends and medical staff.” 

 

Given there is no peak body or recognised credentialing of their skills, does Kerrie think 

death doulas should professionalise and be brought under the umbrella of medical services?   

 

“Because it’s on the edge of health there is always a push to professionalise. At this point 

doulas are included in end of life care, but we could wreck death doulaing if we include it in 

the medical system. You can see the professionalisation of volunteers has pushed people 

out of volunteering because of the rules and regulations.  Palliative care volunteers have 

found that they are restrained; that there are a lot of things you can’t say and do, or have to 

say and do.  And so doulas might also be restrained. I think that’s why a lot of nurses are 

becoming doulas - moving into the gap because there’s a creative space there that includes 

death literacy and creating compassionate communities.  We’re mobilising in a robust way 

to reconnect people and enable better service delivery and end-of- life care.” 

 

Helen Callanan provides doula services and education in Vic & NSW through her own 

business, Preparing The Way, and works also with the Australian Doula College.  She prefers 

the term “end-of-life doula” to describe what she does, but says it’s not because she doesn’t 

want to use the word death:  “It’s because death is one breath, whereas end-of-life often 

runs over an extended period of time and includes living with a life-limiting disease or 

illness.”   

 

She admits that there can be a perception it’s “a bit hippy dippy”.  “Some people think being 

a doula is all about crystals and rainbows – of course some people might want that, but 

that’s not what we are about. A doula is a non-medical role that provides support, 

education, options and resources that allow the client to explore their choices and fulfil 

those choices.  We do not advise, direct or lead.  Knowledge is power and true doulaship is 

driven by the needs and values of the client, not the doula.” 

 

Helen also admits doulas are sometimes met with resistance and concern:  “Certainly some 

members of the nursing and medical professions sometimes, initially, see us as some sort of 

threat.  I’ve had palliative care staff say to me ‘you can’t do what we’re doing’.  And I tell 

them ‘you are so right, of course I can’t’.  I can’t do my job without good nursing and 

medical palliative care working beside me for the client, so it’s a matter of bridging the gap 

between us; providing training and understanding of what our role is.” 

 

There’s no professional association for doulas in Australia at this time, but the Australian 

Doula College has recently started a membership program - open only to those it has 

trained.  Doulas may charge between $65 and $155 per hour depending on their level of 

experience, but the hourly rate reduces when bought as a package of 30 hours.  
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Membership of the college requires them to operate to a standard, under a code ethics and 

to have working with children and police checks as well as public liability insurance.   

 

Helen says the UK, USA and Canada are leading the game in end-of-life doula care, but it’s 

just a matter of time before Australia catches up.  “There’s a silver tsunami coming and 

there’s no way the government can meet that volume of need.  We will never have enough 

hospital, hospice or aged care beds for what is coming.  Death has to go back into the 

community, into the home; where it was before we outsourced it to the medical and aged 

care system, and to the funeral industry.   

 

“We’ve trained over 100 end-of-life doulas across Australia in the three day program.  What 

I want is to eventually do myself out of a job - by upskilling, educating and supporting the 

community to provide end-of-life care.” 

 

Palliative Care Australia (PCA) clearly would prefer to see access to palliative care extended 

to everyone who needs it - including those who want to die at home - but doesn’t have a 

formal position on death doulas. 

 

Spokesperson, Grace Keyworth, says there can be uncertainties around skills and training, 

and charging for some of the services that a palliative care service can perform at no cost:  

“However PCA is encouraging of anything that increases the community’s knowledge about 

death and dying, so having death doulas contribute to the breakdown of stigma surrounding 

death is welcome.” 

 

Interestingly the Gratton report identified a palliative care service in Western Australia that 

is working well and delivering end-of-life care in the home.  

 

David Lamour is Director of Clinical Operations for the Silver Chain Group which provides in-

home care across the Perth metropolitan area.  He says funding for palliative care is a 

conundrum for the states and territories as they are the ones paying for it.  This is despite a 

senate committee recommendation, reflected in the Gratton report, for the Commonwealth 

funded Home and Community Care Program (HACC) to be extended to community-based 

palliative care; change that has not occurred. 

 

“The WA government is different to all other states and territories,” says David.  “For many 

years their primary investment in palliative care has been in community palliative care, 

whereas in all other states the primary funding goes to hospitals.  Access to palliative care is 

the biggest issue in Australia – that’s why people end up in hospital – whereas 75% of our 

clients died at home last year. 

 

“Silver Chain currently has 648 clients being cared for in their own home; it’s the largest 

palliative care service in the country.  We leverage the system to provide as much care as 

possible and provide co-ordination of care from family and friends.  We are always sensitive 

to what the family want, but we need to meet standards and medical professionals must be 
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involved.  Our care is holistic, so we would accommodate a doula for any client that wants 

one.  Many hands make light work.  So long as we don’t have confusion about who’s doing 

what and everyone is co-ordinated it doesn’t matter whether it’s the next door neighbour, a 

doula, or church group.” 

 

David also believes death literacy at a community level helps people to support their loved 

one, and says that with the appropriate support most families can cope with someone dying 

at home. 

 

“We get feedback from families and they say ‘that was hard, but we’re so glad we did it, it 

was an honour’.  Death is not nice – it can be horrible and messy - but our experience is that 

the community can do it, is grateful for the opportunity to do it, if they are well supported. 

 

For now it would appear that the majority of Australians will continue to die within 

expensive medical institutions – often against their wishes - despite the recommendations 

in numerous reports and from Palliative Care Australia, as well as grass roots lobbying.    

 

To reverse the current trend it’s clear we need fully resourced palliative care services - that 

extend into the home – and greater support for carers.  It’s also clear we can’t assume that 

governments will act in time to meet growing demand, if at all.  In that case we may see 

more nurses, palliative care volunteers and others drawn to doula training as they seek to 

do more for dying patients.  And as we continue to build death literacy and capable, 

compassionate communities, we might well be calling on death doulas, end-of-life doulas 

and death midwives to bridge the gap.  

 


