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Marie Curie is here for people living with any 
terminal illness, and their families. We offer  
expert care, guidance and support to help  
them get the most from the time they have 
left, through our Belfast Hospice and Nursing 
Service across the region.

We are calling for all parties standing for election in 2016  
to support this manifesto.
The forthcoming election comes at a critical time for people living with a terminal 
illness in Northern Ireland. How we meet their needs is one of the biggest 
healthcare challenges we face:

• We have an ageing population:
 – The number of 85-year-olds is set to rise by 50% in the next 10 years.
 – The number of people dying each year is set to rise by 28% by 2037, the 
highest rate in the UK.

• More people are living with one or more terminal illnesses and have more  
complex needs:

 – 75% of the 15,000 people who die each year will need palliative care.
 – one in three people over the age of 65 will be living alone by 2020.

• Their current needs are largely unmet and unrecognised:
 – one in four people who need palliative care are not accessing it – that’s 
nearly 3,000 people.

 – 48% of all deaths occur in hospital.

We are already experiencing the pressure of this current unmet need, and  
this is only set to grow.



Your party can help ensure people living with a terminal  
illness get the care and support they need, by supporting…

1 …the implementation of current palliative and end of life programmes

There are still too many people nearing the end of their lives not getting the 
palliative care they need.

Seven out of 10 carers say people with a terminal illness do not get the care 
and support they need.*

Work is currently underway to bring together two key programmes of work 
into one to address and meet the needs of people with a terminal illness in 
Northern Ireland:

i. Living Matters, Dying Matters: A Palliative and End of Life Care Strategy  
for Adults in Northern Ireland

ii. The Transforming Your Palliative and End of Life Care Programme which aims 
to improve the design and delivery of care for people with a terminal 
illness and give them choice in their place of care

Together these initiatives identify and address the core elements necessary 
for a high quality and comprehensive service for people with a terminal 
illness. These include:

• the identification of people who need palliative and end of life care

• the delivery of a suite of caring services which is available 24/7 and meets 
the needs of people with a terminal illness and their families

• providing training and support to health and social care staff to deliver  
high quality care

• enabling tools to support the delivery of care

• increased public awareness and information about what palliative care  
is and what services are available to those who need it

The incoming Executive must build on the momentum of the work to date  
and commit to support this joint programme of work to ensure its delivery, 
which will make a real difference for people living with a terminal illness in 
Northern Ireland.

Marie Curie is calling for all political parties to commit to supporting and 
resourcing the full implementation of this joint initiative.

* On behalf of Marie Curie, Ipsos MORI interviewed a quota sample of 1,067 adults aged 16-75 online 
who had cared for a family member, friend or neighbour who was, or is, terminally ill in the last three 
years. This sample was screened from a nationally representative sample of 6,136 online adults aged 
16-75 within the UK. Interviews took place between across the UK using i:omnibus, Ipsos MORI’s 
online omnibus between 3 and 29 October 2014. Data are weighted by age, gender, region, working 
status and social grade to match the profile of the target audience.



2 …a more effective and efficient service centred around the person with  
a terminal illness

Inefficiencies in the health and social care system can lead to barriers in 
relation to how someone with a terminal illness accesses the care they  
need. We believe addressing the following key areas will improve the lives  
of people, and their families, who are living with a terminal illness:

i. Patient-centred care: the voice of the patient should be at the centre of 
the design and delivery of services. It’s vital we consult with patients and 
carers to get regular feedback on whether their individual needs are being 
met. We would particularly support a survey in Northern Ireland, similar to 
that of the Views of Informal Carers of the Evaluation of Services (VOICES) 
approach, undertaken by NHS England with the Office for National 
Statistics. This would assess the quality of care delivered to people in the 
last three months of their lives across geographic and demographic areas 
on a regular basis.

ii. Better data collection consistently applied across all service areas: at 
present there is little information available on the care delivered to people 
approaching the end of their life. This makes it very difficult to assess if 
the health and social care system is, firstly, meeting the needs of people 
with a terminal illness and, secondly, monitoring the care delivered to 
ensure it is of high quality and delivered in line with a patient’s wishes.

iii. Collaborative leadership across all sectors: we support increased 
partnerships between the community and voluntary sectors and the 
government. The sector can offer value for money, clinical expertise, 
reach into local communities and user involvement groups. Collaborative 
working ultimately leads to improved services and improved outcomes for 
patients and their families.

Marie Curie is calling for all political parties to:

• support the introduction of a patient, family or carer survey to assess how 
health and social care services are meeting the needs of people with a 
terminal illness

• support more comprehensive data collection that will give an assessment of 
care delivered to people with a terminal illness

• champion collaboration between the statutory, community and  
voluntary sectors



3 …sign up to our Charter for people with a terminal illness

We believe everyone has the right to live well until they die. By endorsing our 
Charter for people with a terminal illness, political parties will raise awareness 
of how someone with a terminal illness should be treated. They will also be 
supporting clinicians and service providers in delivering the highest levels of 
care and calling for decision-makers to champion the rights of those living 
with a terminal illness.

Marie Curie is calling for all political parties to sign up to the Charter for people with 
a terminal illness which states everyone with a terminal illness in Northern Ireland 
should have the right to:

• be treated with dignity and respect

• receive high quality care and support when and where they need it

• be included in making decisions about their care

• be informed about the care and support they receive

4 …an open and honest conversation about death, dying and bereavement

Death and dying aren’t easy subjects to talk about. Northern Ireland is 
particularly reticent when it comes to talking about death and dying and 
this can act as a barrier to people with a terminal illness getting the care 
and support they need. We would like to see the next Executive lead a public 
health campaign to encourage an open and honest conversation about 
death, dying and bereavement across Northern Ireland.

We know that by talking about the end of life, people are more aware of  
the clinical, social and welfare support they are entitled to and more likely  
to access it. It also enables people to discuss their last wishes and help their 
loved ones come to terms with their diagnosis and seek the right support 
during bereavement.

Marie Curie is calling for all political parties to support a public awareness 
campaign on death, dying and bereavement.



5 …the development of a public health approach to end of life care throughout 
Northern Ireland

Support for people with a terminal illness has traditionally focussed on  
clinical care. There is an increased need for a public health approach to  
end of life, which looks at how we can provide non-clinical support to  
people in a community setting and evolves from a culture that health is 
everyone’s responsibility.

This approach is particularly important for people with a terminal illness 
because the number of people living alone in Northern Ireland is expected 
to rise and consequently they will need wider community support as well as 
the clinical care they receive. There is growing support for a public health 
approach to end of life care in the UK and Ireland and Marie Curie is keen that 
this is extended and embedded across Northern Ireland.

As a result Marie Curie in Northern Ireland will be hosting a Policy Hack, an 
event exploring a public health approach to end of life care, in December 
2015. The event is designed to generate ideas and share best practice. It 
will showcase successful models from the UK and Ireland that could help to 
generate potential initiatives for Northern Ireland. The outcome of the event 
will be a proposal paper detailing the potential models that could be adopted 
and implemented throughout Northern Ireland. Marie Curie will be seeking 
political support for ideas listed in its paper.

Marie Curie is calling for all political parties to:

• support ideas and initiatives generated from our Policy Hack event  
on 3 December

• raise awareness in each constituency of the value a public health approach 
can bring to end of life care



Conclusion
We recognise that in the current climate difficult decisions have to be made in 
relation to all public services and particularly in health and social care. As Northern 
Ireland’s leading charity for people living with any terminal illness, we are fully 
aware of the multiple demands and pressures placed upon our already stretched 
health and social care system. However we believe our manifesto proposals can 
do much to address the needs of people living with a terminal illness and their 
families, while simultaneously releasing funds through increased provision of care 
in a community setting.

In turn, as a leader in the provision of palliative and end of life care in Northern 
Ireland, Marie Curie commits to engaging with elected representatives, and to 
providing information on the key issues affecting people living with a terminal 
illness, as well as offering a reasoned solution to each.

We would welcome the opportunity to talk further with future candidates or 
elected representatives about the issues identified in this manifesto.



For more information, please contact:
Joan McEwan
Head of Policy and Public Affairs,  
Northern Ireland

028 9088 2006
joan.mcewan@mariecurie.org.uk 

Philip Mynes
Policy and Public Affairs Officer, 
Northern Ireland

028 9088 2082
philip.mynes@mariecurie.org.uk 

60 Knock Road, Belfast, BT5 6LQ

We’re here for people living with any terminal 
illness, and their families. We offer expert care, 
guidance and support to help them get the most 
from the time they have left.

mariecurie.org.uk/change
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