
Living and Dying Well with Frailty  

Consultation Process 

Scottish Government 

• Forthcoming Strategic Framework for Action on   

Palliative and End of Life Care. 

 

Scottish Partnership for Palliative Care 

• Position paper “Grasping the nettle” 



Define Palliative Care 
One way of describing palliative care is in terms of providing 
good care to people : 

 
Whose health is in an irreversible decline 

or 
Whose life is coming to an inevitable close 

 

The difference between palliative care and “just good” care 
is that the persons mortality is influencing clinical and/or 
personal decision making. 

 

Palliative care is provided regardless of diagnosis – cancer, 
organ failure or old age 
 

 

 



Palliative Care 

• Not synonymous with death – it’s about life and making 

today matter 

• Most people receive generalist palliative care -  provided 

by health and social professionals as an integral part of 

standard practice, in people’s own homes, hospitals or 

care homes.   

• Specialist palliative care supports people with more 

complex needs, provided by a specially trained multi-

professional team who are based in a hospice or hospital 

service 



Relationship between palliative care  

and end of life 

 



Scottish Government  Framework for Action 

(Draft)  

• People receive health and social care which supports their 
wellbeing, irrespective of their diagnosis, age, socio-
economic background, care setting or proximity to death 

• People have the opportunity to discuss and plan for their 
future possible decline 

• People know how to help and support each other at times 
of increased health need and in bereavement 

• Cultures, resources, systems and processes within health 
and social care empower staff to exercise their skill in 
providing good care for people and their families 

 



Respite and Response Service 

• Support families who are identified as vulnerable 

 

• Provide care at a time of crisis enabling patients and 

their families’ realistic choices for their place of care 

 

• Prevent unnecessary admission to hospital and 

promote a shift in the balance of care to community 

 

• Complement the work of the primary health care team 

and other agencies through augmenting the existing 

provision of care in the community.  
 

 

 

 

 

 



 

What are the Barriers to Dying 

 at Home in Ayrshire? 
 

 
• Masters of Research Degree 

• Mixed methods study using questionnaires and thematic 

analysis  

Findings 

• Lay carers are central to the care of people at home 

• Support and care provision needs to be considered 

timeously and tailored to the individual nature of each 

situation. 

• Professionals have an important part to play in preparing 

lay carers to face their unknown  

 



Respite and Response Service 

• A proactive service that is not based on a “one size fits all 
approach 

• Utilise the skills of support workers who are experienced in 
caring for dying people.  

• Bespoke training programme to address the knowledge and 
information needs of lay carers to help prepare them to face 
“their unknown”.  

• Document conversations about patient care choices at end of 
life using an advance care plan  

• Strengthen partnerships in both the health and social care 
sectors to ensure collaborative working and care co-ordination 



Respite and Response Service 

• Respite Service – To prevent crisis from building as a 

result of families reaching breaking point.  

• Response Service – To respond quickly to an urgent 

increased case of need.  

• Education/support programme – Provides knowledge 

and skill to lay carers on how to care for someone with 

palliative care needs 

Team members 

1wte Service Lead 

3wte Care Assistants 

 



Service Evaluation 2014/2015  

Caseload 189 

Episodes of Care  815 

Average visits per family 4 

Visits for end of life care 57 7% 

Respite referrals 132 70% 

Response referrals 49 26% 

Urgent Referrals 57 30% 

Non malignant disease 23 12% 

Malignant disease 166 88% 

Attendance at carers cafe 54 



Referral Age Group 

Age Band % 

40 and under 1% 

41-50 6% 

51-60 8% 

61-70 17% 

70 and over 68% 



Respite and Response Service 

Patient Choice % Achieved 

Preferred place of care 95% 

Preferred place of death 86% 

"I felt I was listened to about what I needed for the first time” 

“I completely trust the community care assistant”  

“I feel this service is tailored to meet our individual needs" 

Patient and family feedback 



Narratives of living with frailty 

towards the end of life 
 

Dr Anna Lloyd, Dr Marilyn Kendall,  

Professor Scott A Murray 

The University of Edinburgh 

  



Unmet needs of frail older 

people  

‘Frail older people  

 suffer unnecessarily  

 towards the end of life’ 

• Current services not meeting needs 

• Call for palliative care approach based 

on need rather than diagnosis 
 

 

 



Narratives of frail older people 

Stories of balancing loss and adaptation 

 

Three distinct narrative forms 

 

• The stable narrative – holding onto the self 

• The regressive narrative – a loosening grip 
on the self 

• The tragic narrative – the lost self 

 

 



Mrs Howie’s Story 



The tragic death 

• Significant physical decline 
which set off a chain of 
subsequent events that 
impacted upon the other 
dimensions. 

 

• Unable to control their world 
via their physical capacity they 
emphasised the power of the 
voice. Enabled through the 
informal carer 

 

• Each held a single issue of 
deep importance (a final 
existential factor) that they 
insisted they would not 
relinquish 

 

 

 

 

 

 

 

 

The informal carer became 

Unable to continue to enabling 

this voiced wish 

 

The older person’s ‘voice’ became 

impotent 

 

The older person was forced to 

relinquish the single issue 

Social disconnection  

Profound psychological distress  

Existential fatigue 

Then physical death 



Palliative Care in Frailty? 

Should focus on needs beyond physical 

– Advance Planning 
• Negotiate goals for the future 

   What goals are most important 

       Address biggest fears 

       Trade-offs - What is acceptable 

                  What is not acceptable 

– Social and Community support is vital 
• Identifying and involving carers in negotiating goals and addressing needs 

• Supporting carers 

• Promoting structures of community support  

– Open awareness of dying only at the very end 
• Prognostication about death may not be relevant 

 
  



 

 

Ranald Mair (Chief Executive, Scottish Care) 

 

 

 

Living and Dying Well with Frailty  
 

Current Challenges and 

Opportunities in Health and Social 

Care 
 

  



NHS 

 Board 

Local  

Authority  
IJPB 

Third Sector 

 

Independent 

sector 

        Health and Social Care Integration 

People who use 

Services/ Carers/ 

Communities ?? 



Partnership 

Working 

Improved 

Outcomes 

Greater 

Efficiency 
Sustainability 

New Models  

Of Care 

 

Integration: a means rather than an end: 



At any point in time: 

 

33,000 Residents in Care Homes for Older People 

 

50,000 People Receiving Care at Home 

 

16,000 People in Hospital 

 

- But more than 50% of people still die in 

                       hospital 

 

  

Service Reach 



 

• Rights  

 

• Resources 

 

• Anticipatory Care Planning 

 

• Joined up practice on the ground 

 

 

 

Getting it Right for People with Frailty at End 

of Life  



Scottish Care 

54a Holmston Road 

Ayr 

KA7 3BE, Telephone: 01292 270240:Email:  ranald.mair@scottishcare.org 

    

 

 

Scottish Care: 

the voice of the independent care 

sector 

 

mailto:ranald.mair@scottishcare.org

