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Outline of Workshop 

• IHF Programmes 

• Dementia in Ireland  

• Dementia in Hospitals 

• Palliative Care and dementia 

• Communication with the person with 

dementia 

• Update on IHF resources relating to 

dementia palliative care 

 

 

 

 

 



What are the challenges that arise in your 

workplace in providing palliative and end-of-

life care for a person with dementia 
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IHF Healthcare Programmes 

• 25% die at 
home 

•70% die with 
diseases other 
than cancer  

•25% die in 
Residential care  

• 43% die in 
Hospitals 

HFH 
programme 

Journey of 
Change 

programme 
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palliative 

care 
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Palliative 
care for all 
programme 
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Context 
Living and dying 

well with dementia 

in Ireland: 
2001 2008 

2011 

2013 

2012 

2014 





Setting the Scene: Dementia in Ireland 







 





Barbara’s Story… 



So, how might people with dementia feel? 

• Lost, confused, bewildered… 

• Where am I? •What is this place? •Why am I not at home? •What is happening to me? 

• Anxious, fearful… 

•Why are these people asking me questions? •Why do I have to follow their rules? •Why are they 
taking me away? •What do they want from me? 

• Sad, lonely, depressed… 

•When can I go back to live with my people again? •Where are my family? • Am I dying?   

• Angry, frustrated… 

•Why can’t I have/do what I want? •Why can’t I remember? •Why can’t I find the words I need? 
•Why can’t they understand?  

• Embarrassed, ashamed… 

• Why are they looking at me like that? •I can’t remember who that is… • I don’t know 
what they mean… •What’s wrong with me?   
 

As well as happy, content, amused, excited and all the other ‘good’ emotions… 



Experience of acute hospital environment

  
• For the person with dementia 

 

 

• For family /carers 

 

 

• For hospital staff caring for people 

with dementia 

 

• What could be done differently? 



People with dementia – what the research 

tells us… 
• Dementia is not recognised as a progressive/ life-limiting illness 

• Progression varies significantly from person to person 

• People with dementia less likely to be referred to Specialist 

Palliative care  

• Less likely to be given pain relief 

• Palliative care needs poorly recognised and prioritised in 

healthcare settings 

• Can be more likely to undergo burdensome treatments 

• Training , knowledge and education of staff working in care 

settings with people with dementia requires an integrated an 

interdisciplinary approach (Cahill et al, 2012 :ASI and IHF, 2012) 



End- of- life care needs of  people with 

dementia  

Care Transitions 

Multidisciplinary team involvement  

Pain & 

other 

Symptoms 

Communication 

Loss and 

bereavement  



 

 

 

Good end of life care for people with 

dementia   
Requires additional emphasis 

 

 
1. Communication skills with people with dementia and families 

   due to cognition, capacity, lack of diagnosis 

2. Assessment of end of life symptoms  
   due to diminishing ability to communicate and co-morbidities   

3. Wider MDT involvement  

                             due to complex symptoms & range of specialist involvement  

4. Increase in acute events/transitions  

  for continuity of care transitions 

5.   Bereavement interventions  

  Anticipatory and ambiguous grief and longer trajectory  

 



What does it involve? 

“ Palliative dementia care is that which actively treats distressing 
symptoms (physical and / or psychological/ emotional) to optimise Quality 
of Life of the person with dementia and their family knowing that the 
underlying cause cannot be cured”                  

      (ACH, Australia, 2009). 

• Supporting the person with dementia and family to: 
• Address and relieve pain ,distress and discomfort associated with advancing dementia 

 

• Inviting them to participate in making decisions about future care needs and where it is 
best delivered. 

 

 

“The aspirational aim will always be to maintain personhood and to 
enable the person to live well. When, then, it comes to dying, the aim 
should be for death to occur with dignity, without suffering or distress; it 
having never been hastened or postponed in-keeping with the principles 
of palliative care”     (Hughes, 2013) 

 



What is palliative care for people with 

dementia?  
 

PHILOSOPHY OF CARE 

 Recognition of anticipatory and ambiguous loss 

and grief– people with dementia and families 

 Planning for the future 

 Recognition of support that staff need to deliver 

quality end of life care  

 Ascending level of specialisation – approach, 

generalist, specialist 

 

SERVICE INTERVENTION  

 Assessment and treatment of pain & symptoms 

(under-detected in people with dementia) 

 Advice re hydration & nutrition 

 Support decision making re potentially 

burdensome interventions 
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Components of Dementia Palliative Care  

   (ASI& IHF, 2012)  

Responsive 
Services 

Life cycle 
approach 

Person 
centred 
services 

Building 
capacity 

Timely 
Information 

needs 

Integrated 
care 

pathways 

Shared 
expertise 



Challenges of providing a Palliative Care 

Approach 
  

PALLIATIVE CARE APPROACH  

All stages 

All settings 

Person with dementia, their family, service providers 
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EOLC for people with dementia in hospital 

• 8% of people with dementia died while in 

hospital 

• 6% were receiving EOLC or were being 

managed according to an EOLC pathway 

• 1 in 12 people with dementia admitted will die 

during that admission 

Need for a coordinated PC approach 

Advance care planning 

Continuity of care 



Dying with Dementia in Hospital 

• Think about some of the pros/ benefits of dying in a hospital 
from a patient and family perspective? 

 

• Think about some of the cons? 

 

 

• How can staff help to provide support for families of dying 
patients on wards? 

Competence 

Compassion 

Conversations 

 

 

 



Summary  

Palliative care is part of dementia care and should 
begin at the time of diagnosis 

Requires collaboration across teams and settings 

Timing of intervention paced/guided by people with 
dementia  

KEY ISSUES 
Planning and preparation 

Need for continued support 

Recognition of protracted losses 

Catering for cultural and spiritual needs 

Continuity of care 

Staff training 
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SUPPORTING PEOPLE WITH 

DEMENTIA 



Communication in practice 
• In reality, communication in any circumstance can easily go wrong.  

• One of the biggest challenges in any interpersonal communication is 
making wrong or unchecked assumptions…  

• Common assumptions that have been made in the past about people 
with dementia include: 

• “That’s not my mother in there…”  

• They’re beyond reach, ‘just an empty shell’  

• Their dependence makes them children again 

• ‘Once they’re gone, they’re gone’ 

• All people with dementia are pretty much the same 

• They don’t or can’t know what they want 

• Their dementia is the single source of all their problems and behaviours  
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Seeing the person 



Key Considerations to Inform Good Practice 

1. Recognise that communication is ALWAYS 

possible with a person with dementia 

2. Develop knowledge about the progression of 

dementia and key triggers for end-of-life care 

discussions 

3. Plan future care to optimise comfort 

4. Promote personhood throughout the 

person’s journey 

5. Record future wishes when they are 

expressed 
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Dementia and emotional memory 
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8 Tips for Effective Communication 

• Adopt a person centred approach to 

communication 

• Connect with the person 

• Consider the communication environment 

• Be aware of your own communication style and 

approach 

• Use active listening 

• Use simple language 

• Focus on one question at a time 

• Clarify information and check for understanding 



IHF RESOURCES 



 

 
Information leaflets for people with dementia 

  



Education  

Education  

Seminars  

Training 
days  

National 
Conference  



Education and Training 



Dementia Programme -STAFF 

2:  

Advance care  

Planning   

3:  

Loss and  

grief 
Draft 1.2016 



Series of Fact Sheets accompanying 

guidance documents  



Going Forward……. 

• What one thing are you already doing well ? 

 

• What one thing can you do differently within your 

workplace in order to meet the palliative care needs 

of people with dementia? 



“ Professional carers will never 
fully understand the light and 
shade, the hope and despair and 
the frustration and joy of each 
family members relationship with 
a person who has dementia. The 
best they can do is develop in 
partnership with families a 
mutually agreed plan that 
includes the very best physical 
care, thoughtful and sensitive 
social support and emotional and 
spiritual space for each unique 
passing” 

 
(Hudson, 2003) 



Contact Information 

Sarah Cronin, Dementia Development 
Officer 

 

sarah.cronin@hospicefoundation.ie 

 

01-6730067 

mailto:sarah.cronin@hospicefoundation.ie
mailto:sarah.cronin@hospicefoundation.ie
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Resources  

The Irish National Audit of Dementia in Hospitals 

http://www.hse.ie/eng/services/Publications/Hospitals/repor

tdementiacareacutehospitals2014.pdf 

 

Alzheimer’s UK funded a 3 year study on dementia in acute 

hospitals in the UK and from that have developed 2 excellent 

free online modules for staff training and development 

sessions. The links are : 

• Dying in Hospital http://sonet.nottingham.ac.uk/rlos/placs/dih/story.html  

• Every Death is Different 

http://sonet.nottingham.ac.uk/rlos/placs/edd/story.html  

http://www.hse.ie/eng/services/Publications/Hospitals/reportdementiacareacutehospitals2014.pdf
http://www.hse.ie/eng/services/Publications/Hospitals/reportdementiacareacutehospitals2014.pdf
http://www.hse.ie/eng/services/Publications/Hospitals/reportdementiacareacutehospitals2014.pdf
http://www.hse.ie/eng/services/Publications/Hospitals/reportdementiacareacutehospitals2014.pdf
http://sonet.nottingham.ac.uk/rlos/placs/dih/story.html
http://sonet.nottingham.ac.uk/rlos/placs/dih/story.html
http://sonet.nottingham.ac.uk/rlos/placs/edd/story.html
http://sonet.nottingham.ac.uk/rlos/placs/edd/story.html
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