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The sun setting is no less beautiful than
the sun rising.
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End of Life Supportive Palliative Terminal Death
Care Care Care Care
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“What will we need when we have
to live with a fatal disease?

We need reliability, a care system
we can count on- doing the RIGHT
thing at RIGHT time

This is too important to be left to
luck.”

9
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Three ways of dying
Rapid, erratic and slow dying trajectories- After Ly nn

GP has about

20 deaths / year

/_—




100%
90%
80%
70%
60%
50%
40%
30%
20%
10%

0%

Preference for
place of death

Where people
with cancer die

Where people die
-all causes

O Other

B Nursing
home

B Hospital

O Hospice

B Home




Estimate of lifespan distribution of costs
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Developed from primary care for primary care
Palliative care really matters to GPs and DNs
Evidence based —developed 1998-2000-piloted 2001
“7th ¢’ based on LCP for dying

GSF Support Programme -7 years — supporting 200
facilitators across UK- 11 phases of programme

GSF Care Homes developed 3 years ago-now Ph4



Mobilising GPs’ motivation to do this well
Optimising care provided

Enabling and affirming GPs’ home care
Pre-planning care

Flexible framework using well used tools and
resources to kick-start

An ethos that this is important, we do it well but
we can do it better
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Overall- almost 65% practices using GSF In
UK, covering almost 3/4 of the population
(largely unpaid)

England - over 4000 practices registered witlk
GSF Programme (50%)
Scotland-GSFS project-750 practices-(75%)

Mainstreaming through GP contract (QOF)
Estimated 85-90% say using GSF Level 1
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“It puts me back in touch with the reason | came into medicine!”

“The investment is relatively small but the pay back is great-we
need this work . It is readily achievable for GPs, whereas many
things are difficult or irrelevant. It is important stuff!”

“we work better as a team -this is having a real impact in a quiet
way on our patient care Macmillan nurses come inandw e are
working better with them now.”

“ Overall care feels better, more holistic, more patient centred.
... Patients really need us at this time We are  enjoying this
aspect of our care more than we did.- we can make a real
difference here .”
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Successes with using GSF

1.Attitude awareness and approach -

Better quality of care perceived

Greater confidence and job satisfaction

Immeasurable benefits- communication, teamwork, roles respected esp DNs
Focus + proactive approach,

2.Patterns of working, structure/ processes

Better organisation + consistency  of standards, even under stress

Fewer slipping through the net- raising the baseline

Better communication within and between teams, co-working with specialists
Better recording ,tracking of pts and organisation of care

. Patient Outcomes

Reduced crises/ hospital admissions  /length of stay
Some doubled home death rate- more pts dying in preferred place
More recorded Advance care planning discussions
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*Based on GSF Primary Care

*New fully adapted model for
care homes since 03

*Phased 3 stage programme 1-2 yrs
*Over 400 nursing homes so far

*Quality assurance- accreditation
process developing
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t of Care Raising Before / Coordinator 1 2 3 4 ADA Appraisal  Accreditation
. After
Homes Meeting s Meet|ngs
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Gold Standards Framework and the Supportive Care Pa

Thinking Ahead - Advance Care Planning

Gold

Advance

of Wishe s

thway Draft 7

The aim of Advance Care Planning is to develop better communication and recording of
patient wishes. This should support planning and provision of care based on the needs and
preferences of patients and their carers. This Advance Statement of wishes should be used
as a guide, to record what the patient DOES WISH to happen, to inform planning of care.

This is different to a legally binding refusal of specific treatments, or what a patient DOES
NOT wish to happen, as in an Advanced Decision or Living Will.

Ideally the process of Advance Care Planning should inform future care from an early stage.
Due to the sensitivity of some of the questions, some patients may not wish to answer them
all, or to review and reconsider their decisions later. This is a ‘dynamic’ planning document
to be reviewed as needed and can be in addition to an Advanced Decision document that a
patient may have agreed.

Patient Name:

Address

DOB:

Hosp / NHS no:

Trust Details:

Date completed:

Name of family members involved in Advanced Care Planning discussions:

Contact tel

Name of healthcare professional involved in Advanced Care Planning discussions:

Role:

Contact tel

Thinking ahead... .

What elements of care are important to you and what would you like to happen?

What would you NOT want to happen?

ACP Dec 06 v 13



8 % %9 °

$% )












) )






= ) - ' +8& @ -

)?2>> #' H#.>32% > >+&> (@#') ) $PB@/MJ !
1.2 :
1.1
1
0.9
—— Births
0.8
Deaths

Millions

0.7

0.6

0.5

0.4




Britons live Ionger but we're still the unhealthies t nation in Europe
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~ PEOPLE in Britain spend more years suffering ill health than most other .

*****

S, Europeans according to research by the European Union.

f&ﬁm:ﬂ.a 22m) a
iqur Jggest that British women can expect 60 years of fit-and active Ilfe
o w*********”*********”*********”*********”m*mmmmm*mw ey

Italy, the healthlest nation, t ey can expect to enjoy robust health untll they are
over 74.

Britons are living longer but the differences in life expectancy across Europe are
relatively small. The far wider differences in quality of life are much more
significant, researchers believe.

They emphasise that their findings are only provisional and their figures are only
estimates. But they hope the study will encourage countries to focus healthcare
on increasing the number of “healthy years” enjoyed by their citizens and not
simply on extending lives

http://www.hs.le.ac.uk/reves/ehemutest/team.html
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The Calman Gap
Reality and Expectation

(Journal Medical Ethics, 84, 10, 124-127)

Expectation




Similarities between cancer and non

cancer conditions

SITE

Scource

Carcinoma Breast <

Syr Survival
77.5% )

Carcinoma Prostate

64.8%

Carcinoma Lung

5.8% (male)
6.4% (female)

Carcinoma Colon <

46.9% (wale)
47.9% (fgmale)

1996 - 1999

Cancer Survival, England and
Wales 1991 — 2001. ONS

Heart Failure

25% (male & female)

S. Stewart et al.

More malignant than cancer? 5
yr survival following a first
admission for hear failure.

Eu J of Heart Failure 2001

COPD

45% (after discharge with
first admission with COPD

Vestbo et al.

Vital prognoses after
hospitalisation for COPD: a
study of a random population
sample.

Resp Med. 1998




Similarities between cancer and non

cancer conditions

SITE Syr Survival Scource
Carcinoma Breast 77.5% 1996 - 1999
Cancer Survival, England and
Carcinoma Prostate 64.8% Wales 1991 = 2001. ONS

Carcinoma Lung

5.8% (male)
6.4% (female)

Carcinoma Colon

46.9% (male)

| 4190 (female)

Heart Failure

C

25% (mae & female)

/\

S. Stewart et al.

More malignant than cancer? 5
yr survival following a first
admission for hear failure.

Eu J of Heart Failure 2001

COPD

(

45% (aftgr discharge with
[rst Ission with COPD

Vestbo et al.

Vital prognoses after
hospitalisation for COPD: a
study of a random population
sample.

Resp Med. 1998
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THE EXCLUDED

Older people

Black and minority ethnic groups

Those living in deprived areas (urban or rural)
Those with mental health problems
Disabilities; learning, sensory, physical
Refugees and asylum seekers

Travellers, prisoners, the homeless

Drug and alcohol misusers

Carers

Wrong disease.......
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GSF Supportive Care Framework for End of Life Care

Area Means Tool Patient Journey
1 Identification of patient | 1 Prognostic Indicators PIG" Diagnosis of
Guidance and Supportive advanced
Care Register disease
. 2 Assessment of need 2 Holistic assessment tool in Health needs
1 Preparation GSF assessment tool *
3 Plan of care 3 Management/Nursing Care Local Care plan
Plan , Key worker, Advance Adv. Care plan3
Care Plan
4 Communication and 4 Communication Skills Local training
Information Transfer training
PHR, IT flagging Local IT
1 Use of GSF by Primary | 1 GSF — Primary Care GSF Primary Care” Living at
Care Team GSF Children + GSF Paeds” home
2 Use of GSF by Care 2 GSF in Care Homes GSF Care Homes®
. Homes
2 Reliable 3 Supportive Home Care | 3 Supportive Home Care Local SCH teams Home
Home Care Service eg Hospice at Teams/ Continuing care includes
Home, RR, DN, care home
Intermediate care etc
4 Information 4 Home Pack — advice line etc HPs'
5 Specialist palliative 5 Support, services, beds, LocalSPC
care support + advice advice advice
6_Social Care 6 Social support eg Bridges
1 Prevention — 1 Guidance (GP) (Home pack) | Local measures and ‘ Crisis Call
admission avoidance Info / Handover Form Guidance on
info and OOH jadmission}
Avoidance
3 Reliable 2 Ambulance 2 Tagging/info/Handover Form | Local Info transfer/
Emergency 3 OOH provider 3 Tagging/info/Handover Form Handover Forms
Care 4 AKE 4 Protocol and education Local
5_Access to support 5 Protocols and guid(ﬂnes Locgl
1 Admission/discharge, 1 Criteria/ Protocol Local Protocols . Routine or
2 Information and 2 PHR, ACP Local + crisis
4 Reliable communication with Key worker / coordinator GSF Inrgactg to hospi_tal
5 Primary Care MDT etc Hospitals inpatient
Inpatient Care care
3 Routine Inpatient care | 3 Supportive care pathway And ICP/SCP* . Hospice
4 Hospice support 4 Day care, respite, in-pt stay, Local work + inpatient
Hospice care for non ca pts GSF Hospice Link/ care
Inreach’?
1 Coordination 1 central coordination, IT, PHR Local
Key Worker, etc
2 Self care, 2 Expert patient, patient Expert Patient™ .
Carer support involvement, carer Pt guide™® Death
5 assessment, training, advice CA Tool"*
Underpinning and support
areas 3 Specialist PC support 3 Advice, education, resources SPC advice line
4 Education and training | 4 Generalist education - Local teaching
hospice / specialist etc DVDs™® .
5 Care in dying phase 5 ICP/LCP / SCP for dying Icp*® Bereavement
6 Bereavement care 6 Bereavement plan, support Local provision and staff
Protocol*’ support
7 Measurement, 7 Quality outcome measures, ADA®
research eg After Death Analysis
8 Public Awareness 8 Media, education, Campfign, Local national
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‘Silver patients

‘Gold’ Patients

@gers

*Regular planning meetings \
*Anticipatory checklist +Rx

*Formalised Coordinated care

*Provision of pre-emptive + crisis home services
eeg respite, sitters, RR team

*OOH Handover form

*Specialist PC inclusion

«Carer support + bereavement

*Terminal care

«After Death J
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