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End of Life Care ProgrammeEnd of Life Care Programme

Aims:Aims:

““To provide sensitive, quality care for To provide sensitive, quality care for allall
dying patients, across dying patients, across allall diseases, in diseases, in 
all all settings … settings … 

… so that more people receive their … so that more people receive their 
choice of care and die in their chosen choice of care and die in their chosen 
place”place”

‘Building on the best’, DoH,2003‘Building on the best’, DoH,2003



Work from Parkes (1985) found that 
only 24 % of people dying in hospital 
wanted to be there. Of those patients 
who actually died in hospital 61% had 
previously stated a preference to die 
elsewhere.



Preferred and Actual Place of DeathPreferred and Actual Place of Death

2045620Actual P o D (all pts)

12164725Actual P o D (cancer)

4241156Preferred 
(all patients)

Care HomeHospiceHospitalHomePlace of Death

Higginson I (2003) Priorities for end of life care in England, WHigginson I (2003) Priorities for end of life care in England, Wales and Scotland ales and Scotland 
National Council for Palliative Care ServicesNational Council for Palliative Care Services



We still find it increasingly hard to 
predict the life expectancy of heart 
failure patients.
Heart failure as a disease can be very 
different. The disease progression 
means that there maybe continuing 
benefits from interventions and 
treatments.



Dying from cancerDying from cancer

Exhibits precipitous decline approx 5 months prior to Exhibits precipitous decline approx 5 months prior to 
deathdeath



Dying from heart failureDying from heart failure

Difficulty in diagnosing dyingDifficulty in diagnosing dying
Pattern of functional decline slow compared Pattern of functional decline slow compared 
with cancer patientwith cancer patient



Predictions of Death in 
Lung Cancer at 2 Months

14%

86%

Alive
Died

SUPPORT Investigators Study 1995



Predictions of Death in 
Heart Failure at 2 Months

43%

57%

Alive
Died

SUPPORT Investigators Study 1995



Identifying EndIdentifying End--Stage CHF Patients Stage CHF Patients 
For Supportive CareFor Supportive Care

1: The ‘Surprise Question’ *
“Would you be surprised if this patient died 
within 6 months / 1 year ?” 

Due to the unpredictability of CHF a shorter 
period than one year should be used, 
e.g. 6/12 

* Thomas, K 2002: Gold Standard Framework  



At least Two Clinical Indicators 
(‘Gold Standard’ Framework)

CHF NYHA class III or IV 
CHF symptoms despite optimal Tx
Patient thought to be in the last 6 months 
of life.
2-3 episodes of decompensation or 
admissions with End-stage CHF in one year



Specialist Palliative Care Team

Consultancy basis for support & 
advice to heart Failure Team

Weekly MDT meeting to discuss 
patients identified for further 

specialist care

Heart Failure Nurses 
Hospital and Community

Heart failure patients 
identified for placement on 

preferred place of care (PPC) 
pathway

Inclusion Criteria

• NYHA class 3 or 4 

• Uncontrolled physical symptoms 
despite optimal HF medication

• 3 acute hospital admissions (or 
episodes of decompensation) within 
12 months, due to symptoms of 
heart failure

• Complex psychosocial/ spiritual 
needs

GP liaison and communications

If required link with the following services to 
ensure continuity and fax all necessary 

paperwork: 

• Social Services              • Rapid Response       

• Case Managers             • Out of Hours GP

District Nurses & Twilight Nurses

• Refer if not already known

• Fax PPC

London Ambulance Service

• Hand-over form

• Initiate message in a bottle

Hillingdon Hospital

End of life Pathway for Heart Failure Patients



What’s needed 

Communication
Training
Honesty 
Flexibility
Staff support



What Next ?

Discussion of ICD’S
Staff workshop
G.P. workshop
Meet with Harmoni Team
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