
1

Palliative Care:
Daring to be different

1

Annual Conference 2008

Marie Curie Delivering Choice 
Project

TaysideTayside

2

Dr J Martin Leiper,  NHS TaysideDr J Martin Leiper,  NHS Tayside



2

3

Marie Curie Report  
Tayside - May 2006

5353--56% of all deaths in hospitals (22% at 56% of all deaths in hospitals (22% at 
h )h )home)home)

17% cancer admissions were emergencies 17% cancer admissions were emergencies 
(mean length of stay 17days)(mean length of stay 17days)
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Final admission of cancer patients, average = Final admission of cancer patients, average = 
20 days20 days
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Marie Curie Report
Tayside - May 2006

Lengthy hosp dischargeLengthy hosp discharge
No robust patient transportNo robust patient transportNo robust patient transportNo robust patient transport
Fragmented secondary/primary care communicationFragmented secondary/primary care communication
Need for rapid home care arrangementsNeed for rapid home care arrangements
Better response to OOH crisesBetter response to OOH crises
Don’t know who needs Pal CareDon’t know who needs Pal Care
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Patient/carer need better access to info/servicesPatient/carer need better access to info/services
More training of generalist staffMore training of generalist staff

hospital Home

Dedicated 
ambulance

Overview

(or community hosp 
or care home or 
hospice)Discharge 

liaison nurse
Carer respite

Carer support

Rapid response
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Rapid response

to crisis

Palliative Care Electronic Patient Record (EPR)

Palliative Care Education
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Work streams
Discharge from hospitalDischarge from hospitalDischarge from hospital Discharge from hospital 
Palliative care ambulancePalliative care ambulance
Rapid response in communityRapid response in community
Carer supportCarer support
Respite for carersRespite for carers
Communication and educationCommunication and education
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Communication and educationCommunication and education
Palliative care electronic patient recordPalliative care electronic patient record
(Telemedicine to patients homes)(Telemedicine to patients homes)

Discharge from Hospital: 1

MC discharge liaison nurse MC discharge liaison nurse –– 07/0807/08

Rapid Improvement Event Rapid Improvement Event -- Sept 08Sept 08
Complex discharge at end of lifeComplex discharge at end of life
1 ward 1 ward 
18 key people (others on call) for 5 days18 key people (others on call) for 5 days
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18 key people, (others on call) for 5 days,18 key people, (others on call) for 5 days,
Final report in 90 daysFinal report in 90 days

Leaders- Elaine Gray & 
Carrie Marr
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Discharge from Hospital: 2

Rapid Improvement Event Rapid Improvement Event -- GoalsGoals

Identify patients by PPS & PPIIdentify patients by PPS & PPI
Rapid implementation of discharge package Rapid implementation of discharge package 
Smooth transfer. eg OSmooth transfer. eg O2 2 , hosp. bed, hosp. bed
Communication & handoversCommunication & handovers
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Communication & handoversCommunication & handovers
Shared discharge planningShared discharge planning
Identify who did not get choiceIdentify who did not get choice

Palliative Care Ambulance

Very popularVery popularVery popularVery popular
Accepts same day bookingAccepts same day booking
Dedicated vehicleDedicated vehicle
Direct journeysDirect journeys
Trained staffTrained staff
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Decision on CPR Decision on CPR -- explicit.explicit.
47 47 -- 86% utilisation86% utilisation
89% cancer pts.89% cancer pts.

95% of end of life journeys 
are with 15mins of agreed 
timeLeader Ian Golding
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Rapid response in community

Each CHP has its own needs & ideasEach CHP has its own needs & ideasEach CHP has its own needs & ideasEach CHP has its own needs & ideas
Night DNS serviceNight DNS service
Provision of DNS OOH tel. no.Provision of DNS OOH tel. no.
OOH communication systemOOH communication system
Provision of “comfort packs”Provision of “comfort packs”
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Pilot of “just in case boxes”Pilot of “just in case boxes”
DNAR forms at  homeDNAR forms at  home
Liverpool Care Pathway in communityLiverpool Care Pathway in community

Dundee, Perth & Kinross 
and Angus CHPs

Discuss with patientDiscuss with patient
GP prescription & GP prescription & 
DNARDNAR
£80£80

“Step before LCP”“Step before LCP”
Used 4monthsUsed 4months––few daysfew days
Used by 10 practicesUsed by 10 practices

IncidentsIncidents“J i b ”
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IncidentsIncidents
Patient shocked by boxPatient shocked by box
No presciption for dyspnoeaNo presciption for dyspnoea

Leader Elaine Gray

“Just in case box”
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Carer Support

Home visitsHome visitsHome visitsHome visits
InformationInformation
Stress reliefStress relief
Group supportGroup support
Moving & handlingMoving & handling
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Moving & handlingMoving & handling
Difficulty in Difficulty in 
awareness raisingawareness raising

Respite for Carers

Publicity via SW and primary carePublicity via SW and primary carePublicity via SW and primary carePublicity via SW and primary care
Not just cancerNot just cancer
UtilisationUtilisation

14
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Communication and education

Marie Curie Practice EducatorMarie Curie Practice EducatorMarie Curie Practice EducatorMarie Curie Practice Educator
530 ambulance, crossroads, social care 530 ambulance, crossroads, social care 
officers & health care assistants.officers & health care assistants.
Training the trainersTraining the trainers

15
Leader Helen Dryden

(Telemedicine link to patients 
homes)

16
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Palliative Care Electronic Patient 
Record

Prompt early discussion about choice?Prompt early discussion about choice?Prompt early discussion about choice?Prompt early discussion about choice?
Inform decisions out of hours?Inform decisions out of hours?
Avoid hosp admission?Avoid hosp admission?
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audit audit –– Did we deliver choice?Did we deliver choice?

What is enough information to “Deliver Choice”?

Preferred place of carePreferred place of carePreferred place of carePreferred place of care
DNAR statusDNAR status
Advance directive?Advance directive?
Do they have DNS OOH tel. no?Do they have DNS OOH tel. no?
DS1500 benefitDS1500 benefit
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Other information = carer, house, warnings etc.Other information = carer, house, warnings etc.



10

Palliative Care Electronic Patient 
Record

EPREPR -- not a management or audit toolnot a management or audit toolEPR EPR -- not a management or audit tool.not a management or audit tool.
Up to date info.Up to date info.
Enough information to “Deliver Choice” Enough information to “Deliver Choice” 

Across 24hrsAcross 24hrs
Across care settingsAcross care settings “Please not“Please not
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Across care settingsAcross care settings
Across professionsAcross professions

Leader- Kenny Scott

Please not Please not 
another IT another IT 
system!!”system!!”

20
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ECS Dataset
Patient demographics (address, telephone, CHI Patient demographics (address, telephone, CHI 
number)number)number)number)
Allergies and Adverse Reactions to medicationsAllergies and Adverse Reactions to medications
Medication history Medication history 

-- Repeat prescriptions in past 12 monthsRepeat prescriptions in past 12 months
-- Acute prescriptions in past 30 daysAcute prescriptions in past 30 days
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Consent FlagConsent Flag
Patient opt out statusPatient opt out status

Jonathon Cameron

ECS Progress to Date

Over 5.2 Million Patient Records Over 5.2 Million Patient Records 
extractedextractedextractedextracted
1376 patients have ‘opted out’ of 1376 patients have ‘opted out’ of 
practices connectedpractices connected

Represents 0.02% of all patientsRepresents 0.02% of all patients
Over 1.5 million accesses to date and Over 1.5 million accesses to date and 
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increasing trend in useincreasing trend in use
Expected increase in use as new Expected increase in use as new 
developments are availabledevelopments are available

Jonathon Cameron
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ECS +

The framework covers seven key task areas: 

• Communication 
• Co-ordination 
• Control of Symptoms 
• Continuity 

23

y
• Continuing Education 
• Carer Support 
• Care of the Dying

Peter Kiehlmann, Lead Cancer GP NHS Grampian

PCS Demonstration

24
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= Scottish Pal Care EPR?

ConsentConsent –– opt in?opt in?Consent Consent –– opt in?opt in?
Who writes on the Pal Care EPR?Who writes on the Pal Care EPR?
Governance Governance –– Primary Care or all NHS?Primary Care or all NHS?
Availability to DNS/hospices/Mac nursesAvailability to DNS/hospices/Mac nurses
Ethics around DNAR recordingEthics around DNAR recording
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Ethics around DNAR recordingEthics around DNAR recording
Does the patient get a copy?Does the patient get a copy?
Can a patient change it?Can a patient change it?

Independent evaluation – Kings Fund in 2009
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