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Personalised care creates a sense of feeling cared for.

WORKING GROUP MEMBERS 
Dr Lesley Batten  Research Centre for Māori Health and Development, College of Health, 

Massey University Palmerston North 

Dr Jean Clark (Chairperson) Clinical Nurse Specialist Hospital Palliative Care Team Palmerston North 
Hospital, Education and Research Unit, Arohanui Hospice. Member of 
Palliative Care District Group

Reverend  Anne Chrisp  Anglican Minister

Jane Cullen Service Improvement Leader, Central PHO

Gaye Fell Community Representative on Central PHO Board and Member for MDHB 
Consumer Advisory Panel (CAP). Member of Palliative Care District Group

Amanda Gill Clinical Quality – Arohanui Hospice 

Chrissy  Karena Māori Advisor, Public Health, MDHB (resigned due to change in 
employment)

Bridget Marshall Palliative Care Network Co-ordinator, MDHB. Member of Palliative Care 
District Group

Kaye Allardice-Green District Nursing Service (resigned due to change in employment)

“This is why I sat in my dad’s appointments so many 
times so that he can clearly understand what the GP is 
saying to him. Because there is that barrier, language 

barrier amongst our whānau I must say. Their language 
[health professionals] is not the same as my language” 

(Focus group 7, culturally appropriate end-of-life care for  
Māori study).

2



WHY DO WE NEED TO KNOW ABOUT  
PEOPLE’S EXPERIENCES OF PALLIATIVE CARE?
The mandate for this work comes from the MidCentral District Health Board (MDHB) Palliative Care Strategic 
Plan 2012–2017 (MPCS, 2012), which outlines the five-year direction and priorities for palliative care service 
development in this district. Building on established district-wide programmes, it is informed by a vision that 
“all people with life limiting conditions live well and die well irrespective of their condition or care setting” 
(MPCS, pg 6, 2012) and its first goal is “The patient experience will be at the centre of service design”. Locally, 
nationally, and internationally there is recognition that those who are users of services can provide core 
evidence to underpin service development and improvement activities. People’s stories provide the essence of 
their experiences of care from their own unique perspectives, whether that is as a patient, family or whānau. 

Through a number of sources including MDHB focus groups, local research, satisfaction surveys, compliments 
and complaints, theses, grey material such as newspapers and written thank you notes the palliative care 
experiences of people within the MDHB have been captured.  It is through people’s stories that the essence 
of their experiences of care from their own unique perspectives can inform those who are responsible for 
providing care and services.

Major themes identified include:

1. The person, their family and whānau carers require personalised care1. 

 a. The person requires focused, on-going assessment(s) (which is inherently holistic – including  
 cultural and spiritual care) of their symptoms, needs, and concerns so these can be identified and  
 addressed to support the best possible outcomes. 

 b. Families and whānau require focused on-going holistic assessment(s) of their concerns and needs  
 so these can be identified and addressed when actively caring and in bereavement.

 c. The person, their family and whānau require information, advice and support with everyday aspects  
 of care and of care giving (e.g. medications, physical cares) and self care prior to and for family and  
 whānau at time of death and in bereavement.

 d. Personalised care creates a sense of feeling cared for and is crucial to the perceived quality of care  
 that care received is delivered with kindness and compassion. Feeling cared for is more important  
 and valued than the physical place of care and may mitigate the loss of being in a  more desired place.  
 While place of care could be significant (e.g. home, hospice, hospital, aged care facilities) but even  
 more important was the quality of care received.

1 References to personalised, person-centred and individualised care is increasingly evident in the health care literature. Kitwood (1997, cited 
in McCormack 2004) defines person centeredness as: a standing or status bestowed upon one human being, by others, in the context of 
relationship and social being. It implies recognition, respect and trust”. Such a definition is congruent with a holistic approach to care and the 
Maori health model Te Whare Tapa Wha.

The personal palliative care experience will be at the centre of service design.
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2. Personalised communication.  The necessity of personalised communication that is timely, culturally 
appropriate, respectful, compassionate, kind, meaningful (e.g. verbal, non verbal, written) and 
demonstrates active listening with patients, families and whānau was prominent and integral to positive 
experiences of receiving care and feeling cared for.

3. The environment care is received in is important.  Receiving care in an environment that is welcoming 
and accommodating of the person, family and whānau is important, as are key attributes of that 
environment, including cleanliness, privacy and a sense of connectedness (e.g.to family, nature, the 
outside world).

4. Information availability and accessibility. Information is required regarding hospice and palliative care 
services, supportive services (e.g. home care and equipment), in relation to illnesses and care-giving  that 
is accessible in multiple forms

5. Connected, responsive and accessible services are required.  To meet the needs of this population 
these attributes of service delivery are required because they are supportive of all parties and reduce 
stress/distress. 

6. Support and collaboration navigating the illness journey is highly valued.  Knowing what to expect 
(e.g. potential symptoms, changes in condition, impending death) is valued when shared compassionately 
and collaboratively.  

7. Time matters. Lifetimes, time together, not being rushed by health professionals and others, the 
opportunity to be present with loved ones and being given the time of others (family, health professionals) 
who support patients, families, and whānau is highly valued. 

8. Most people are resilient during bereavement. Many people receive support from family, whānau and 
existing support networks like faith and other community groups. However, the needs of those who are 
less resilient, with more complex bereavement and/or with poorer support networks need to be identified 
and addressed.

9. There are significant gaps in the information available to inform service design within MDHB. 
Specific gaps relate to the patient’s perspective, bereavement experiences of family and whānau and care 
in non-specialist (generalist or primary) palliative care services particularly the older person, those with 
disability and those in isolated communities (e.g. single men, refugees and new migrants).

Limitations identified in service feedback.  Most frequently feedback from families and whānau to  
specialist services is positive. Few complaints are made which could be multifactorial (e.g. time, emotional 
labour required). 

The following recommendations have been drawn from the section summaries of the full report and are 
organised in alignment to the quality improvement and outcomes framework of MDHB. This framework is 
informed by the Health Quality and Safety Commission triple aim goals:

1. improved quality, safety and experience of care
2. improved health and equity for all populations
3. best value for public health systems resources.

The findings within this report and associated recommendations relate to key elements of integrated palliative 
care frameworks identified in the unpublished MDHB Palliative Care Quality Framework (2014).

Dying well is perceived differently for different people. Personalised care is paramount to meet needs.
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RECOMMENDATIONS
Being willing and able to learn

• Establish a new, or increased focus, on populations under-represented in the information currently 
available for those receiving generalist/primary  palliative care,  including:

 o people with disabilities
 o older people and 
 o those in isolated communities (e.g. single men, refugees, migrants new to New Zealand  

 and prisoners). 

• Establish new, or better utilise, existing ways to engage with consumers for feedback regarding 
palliative care experiences. 

• Establish new, or better utilise, existing ways to engage with consumers for feedback regarding  
after-death care and the bereavement supports that are valued by family, whānau  and carers.

Being consumer and community focused 

• Utilise information obtained (e.g. via assessments, feedback, audits, research) to keep those with 
palliative care needs (patient, family and whānau) at the centre of services and inform service design.

• Information to be available within MDHB (in a centralised location) regarding how to access such 
things as equipment, health professionals, assistance with personal cares and financial assistance.

• Raise public awareness of what palliative care is and the 
palliative care services available in MDHB (written information 
and websites should contain relevant information, other public 
repositories of information).  This includes information regarding 
after hours care, advice and support.

•  Co-design methodology would be appropriate for developing 
palliative care information

• Organisations to create and maintain environments conducive to 
the total wellbeing of patients, families and whānau.

• To enable and support families, whānau and carers to be present 
and participate in care (if desired/appropriate) when care is 
delivered in organisational settings. 

• Organisations have supportive services (equipment and 
personnel) to enable care ‘in place’, be this within an 
organisational setting, in a person’s own home, or their family or 
whānau home as appropriate. 

You get the “oh well, we can’t do anymore. Do you have any questions?” You have just been told that your loved one is  
going to pass away shortly. Do you have any questions? Well – you know? All within five minutes. (Daughter Kidd, et al p26)
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“I am not aware of 
what the cocktail of 
drugs, or when they 
change it, is actually 
going to do to him, 

and therefore what I 
perceive to be scary – 
the medical fraternity 
obviously perceive to 
be absolutely normal.” 

(White 2012, p61-63)



Time matters. Lifetimes, time together. Not being rushed by health professionals and others. The opportunity  
to be present with loved ones. Being given the time of others who support patients, families and whānau.

Getting it right 

• Identify those with palliative care needs (specialist, generalist/primary) in a timely manner, through 
the use of systematic, accurate assessments. 

• Collate and analyse data related to palliative care need from district-wide assessment data. 

• Identify and trial appropriate tool(s) for assessing palliative care and associated needs including carer 
needs, and if appropriate adopt within services. 

• Specialist palliative care services identify, utilise and disseminate best practice to support appropriate 
palliative care approaches. 

Being up for the job

• Quality systems in place to ensure organisations 
(specialist and generalist/primary palliative care 
providers) are delivering quality palliative care and 
engaged in quality improvement. 

• Professional development is available and promoted 
to strengthen skills related to communication, cultural 
responsiveness and spiritual care in particular. 

• Future strategic planning addresses the gaps within the 
work being undertaken in the current MDHB Strategic 
Plan (2012–2017).

“He was at home all the 
time. Well they couldn’t do 
any more at the hospice 
than I was doing. I 

couldn’t have parted with 
him to go to the hospice, 

and I didn’t have the need 
to... and the fact that I 

had the support you know, 
with (General Practitioner)” 

(Bereaved relative 1,  
Raijmakers et al, 2012).

“Once you are in the hands of the medical profession you have all different 
doors that you go to, you’ve got your GP, hospice, your specialist, your blood 
people, the lab. Who do we go to for what?” (White 2012).
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SUMMARY OF SOURCED INFORMATION: PERSON, FAMILY AND 
WHĀNAU EXPERIENCES OF PALLIATIVE AND END OF LIFE CARE
The table below represents key elements within the Palliative Care Journey. Information obtained regarding personal 
experiences were mapped/themed against these to provide structure to the findings from MDHB and New Zealand. 
Quotations from local sources of research or feedback to services are utilised to bring the patient, family and whānau 
perspective to the foreground.  

Included within 
this section is 
care delivered 
following the 
death of a 
person including 
bereavement 
follow-up, 
emotional 
and practical 
support.

Care at time of 
death including 
where someone 
dies, who is 
present and how 
the person dies 
are all significant 
aspects that 
impact on 
experience.

Much of the 
caring is 
delivered by 
family  and 
whānau 
members. 

They provide 
much of the care 
and support, for 
example helping 
with medications 
physical and 
night time care.

 

Palliative 
care can be 
experienced 
and delivered 
by a number 
of services 
including 
specialist services 
such as hospice 
or hospital 
palliative 
care team 
and primary 
palliative care 
providers such as 
general practice 
teams, hospital 
staff, ARC, Maori 
health providers, 
community 
nurses and care 
in the home.

This includes 
from the time 
of recognition 
that a person 
and their family 
and whānau 
may benefit 
from a palliative 
approach.

The transition 
from focussing 
on curing and 
restoring health 
to knowing that 
a person’s life is 
limited.

Navigation 
of services is 
included in this 
aspect of their 
experience.

Palliative 
Care Need 
Identified: 
Navigating 

Services

Receiving 
Palliative Care 
(Specialist or 

Pimary)

Family/
Whānau 

Caring: Giving 
and Receiving

End of Life 
Care and Time 

of Death

After Death 
Care

Person, Family/Whānau Experience

Communication: The quality and timeliness was most prominent and integral to personal experience
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