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Learning Disability and Greater Glasgow

. . and Clyde
Palliative Care

* Increasing population

* Poorer health and more complex health issues.
_ife limiting illness more prevalent

* Multiple Co morbidities

* High incidence of premature deaths in LD
population

* Health Inequalities and Discrimination
 Different disease profiles
* Diagnosis difficult







LIVING AND DYING WELL NHS

A national action plan for palliative G:a't?,g,'as:fw
and end of life care in Scotland 2008. T
“To ensure that all health and “The sharing of skills and

social care professionals are expertise and the opportunity
equipped with the knowledge, for dialogue and the sharing of
skills, competence and educational opportunities
confidence to care for the between healthcare teams can

diversity of patients and families  greatly enhance competence
living and dying from advanced, and confidence.”
progressive or incurable

conditions.”
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2020 Vision for Health and NHS
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The Scottish Government's 2020 Vision is that by 2020 everyone
Is able to live longer healthier lives at home, or in a homely
setting and, that we will have a healthcare system where:

 We have integrated health and social care

 There is a focus on prevention, anticipation and supported self-
management

* Hospital treatment is required, and cannot be provided in a
community setting, day case treatment will be the norm

* Whatever the setting, care will be provided to the highest
standards of quality and safety, with the person at the centre of
all decisions

« There will be a focus on ensuring that people get back into their
home or community environment as soon as appropriate, with
minimal risk of re-admission
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Grasping the Nettle

Our vision is that Scotland

will be a place where:

people’s wellbeing is

supported even as their
health declines;

t

people die well;

people are supported
nroughout bereavement.
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Scottish
Partnership

for Palliative Care



The Strategic NHS
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Greater Glasgow

Framework for Action

The Strategic Framework for Action outlines the key
actions to be taken that will allow everyone in
Scotland to receive services that respond to their
Individual palliative and end of life care needs. It is
supported by £3.5 million funding over four years
which will be used to drive improvement across the
sector and support targeted action on training and
education. The Framework will also work to drive a
new culture of openness about death, dying and
Improvement.



Health and Social Care  NHS

Greater Glasgow

Integratlon and Clyde

“We want to ensure that adult health and social care
services are firmly integrated around the needs of
Individuals, their carers and other family members; that
the providers of those services are held to account
jointly and effectively for improved delivery; that
services are underpinned by flexible, sustainable
financial mechanisms that give priority to the needs of
the people they serve rather than the needs of the
organisations through which they are delivered; and that
those arrangements are characterised by strong and
consistent clinical and professional leadership.”

Nicola Sturgeon, MSP, Deputy First Minister and Cabinet Secretary for Health and Wellbeing, December 2011”
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Pall_latl_ve and I_End of I__|fe care: \ ,
enriching and improving Grestar Clasgow
experience

 |dentify the knowledge
and skills required by
health and social care

staff.

* Education including
mandatory CPD

« Partnership and
Collaborative Working
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Key Points Greater Glasgow
to Know and Clyde

Access to all-challenging
Inequality

|dentifying those in need
Collaborative working
Prevention. Anticipation.

High quality person centred
care irrespective of setting

A range of experts-Staff from
health, social care and third
sector providing care

Support of communities ,
families and carers
alongside formal services

Cultural changes-Openness
about death and dying

Education. Training.
Development of staff

Care provided in
communities

Flexible, sustainable finance
Join up services

Individual control -
Supported self management

Strategic plans, research ,
resources
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Palliative Care and Clyde

An approach that improves the
guality of life of patients and
their families facing the
e e Ry problems associated with life-
threatening iliness, through the
%?’“"m"“““ quality of life prevention  and relief  of

' . suffering, by means of early

s ey %& identification and impeccable

o T assessment and treatment of
upports the family

pain and other problems,
physical, psychosocial and
spiritual.”

World Health Organisation
2010
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People who are approaching the end of life when they are
likely to die within the next 12 months. This includes
people whose death is imminent( expected within hours or
days) and those with:

« Advanced progressive incurable conditions

« Generally frail and co existing conditions that mean they
are expected to die within 12 months

« Existing conditions if they are at risk of dying from a
sudden acute crisis in their condition

 Life threatening acute conditions caused by sudden
catastrophic events”

National Council for palliative care
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The palliative care framework supports people
iIrrespective of stage of disease or condition :

« early in the course of illness, in conjunction with other
therapies that are intended to prolong life, such as
chemotherapy or radiation therapy,

* living with complex health needs and co morbid conditions
* living with chronic disease

e approaching end of life care and

e support for those who grieve
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Trajectory In palliative care

High

-------------------------------------------------------------------------------------

Function

Death
Time

Low

Source: Murray, 5.A. et all

Cancer (n=5)

Organ failure (n=6)

Physical and cognitive frailty (n=7)
Other (n=2)
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Health Needs Assessment for palliative and
end of life care in NHS Greater Glasgow and
Clyde (NHS GGC)

Dr. Beatrix v. Wissmann, Public Health Registrar, NHS GGC .Dr. Emilia Crighton, Consultant in Public Health Medicine,
Deputy Director of Public Health NHS GGC

« Conservative estimate that 76% deaths were due to
underlying causes which are likely to benefit from
some degree of palliative and end of life care

« A substantial shift in place of death from hospital to
communities

* Prognostic Indicators
* Lives lived iIn communities
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Palliative Care — and Clyde
Everybody’s Business

« Anticipatory care planning

 Difficult conversations

« Health advocacy

« Support the individual to gain an understanding of condition and
prognosis

« Decision making and Choice

« Dignity and Value

« Joint Assessment -Person centred, holistic assessment of
physical, social, emotional and spiritual aspects of care

« Coordination of care and health advocacy

« Partnership and collaborative working to improve patients
outcomes

 Better outcomes for the individual and those who care for them



Linda McEnhill Winners NHS

Greater Glasgow

20 13 and Clyde

Learning Disabilities and Palliative Care- Building
Bridges: Supporting Care

Greater Glasgow and Clyde

and The Prince and Princess
of Wales Hospice Glasgow
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2013
Doris’s Story

Key Community Supports
West Dunbartonshire




Supporting people with learning disabilities through

the palliative care journey
NHS Greater Glasgow and Clyde Learning Disabilities and Palliative Care Pathway
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Assessment,
Care Planning,
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Co-ordination

Support patient to
live with condition

and plan for sudden

deterioration

Care in the

last weeks of

life (Time is
short)

Care in the last

days of life

Care after
death

Known Faliative Care (FC) naads.
boamis. Ducline using

Frognastk Indicators. Somening

Hiolshie Zneument of neads,

DDA and corsider w=e of the Heaith
Equalitcs Framowork (HEF)
it ro.uk

FHolklic 2nd Person Conired Cang
coordinafiod by Loaming Diabilties
Mume or 2 othar in
partrership and colbibomtion with
generalist and spodlalit sorvices,
famiy and cne

Review clinical laam I [ Review dinial eam I I Reviow cinkz2l team ] [ Wihen someane dies al home ]
I apprmpeiale decss and kdenily
pationt wishes: In parinarship with Primary Case Conuder *Guidane 160 = Contact GF's surgery during Surgeny
Frelermsd prinmtics for came Including Taam or Fallatve Cam Toam s Furon-Centred Cara in tha Houss DR
Atvanen Ca: Plan, Anticipatory apprq:rhu:— st Shages of Lie” Greaker & Comtact District Murse | Voriicaion
Care: Phar, WiRt's ITpiortant riow, U ot Hiours support i g and Cyde (DGR of Expected Death documestabion
o el WL B et AL - ouppar hole A Contact NS 24 (T 11} no VORD
- : no

Deonation, Logal WK, Do Mot Albempl
Cadopulmcnary Resscitation
(TIMACEH], Funesal Flanning

L

Y

Enure avalablity of soromibde

Information for pationttamiy/
s, Consider Trining Moo 25

Bfior bo Coralderations for Cam b
L Iving with condition
and aid Care Flamning

L

appropriabe
Y

Review and Adapl Care Flan as

Recognise
4 Triggers
Rufomal by GF
Admizzicn bo
for Chnical Acut Setting
Pan Y
Comprerhe
Invetigations
Raformal b
Leaming
Ctsabiities (LI} Support with
Murw through e Hoalth Macds
Commurity Dischange as
Leaming
Dimbiies wihen uloomes
Taam (CLOTY are el

Idanty Esabiish Chnicl and Socal
Carn Taam induding appropriaba

pimany genermlisl and spodalist
oo rofier bo Comlderatons

P

For Cane
L

Rocognise 1igre of decing | ideniaty
peitiont b at rhk of sudden decing mung

Suppartten and Fallive Cam
IrI‘HG'I:\r Tk (SFICT, GoldStandands

Itentiiend] Pallative: Car: Mogds.
In: aocRtion coraider 5
rquired H rlative or cner has

s patient awers of dagnoet?
Ya3 - Cormider vappaort neods and
discLes wishes

Ho - Consder:

‘What- information to bz given
‘Whara - the various lemtions
Imsakaed

Whan - the proces will gart

{Gi5F) or other Prognostic
'b-ull Incluide “Sorpris Crestion™
AL EPicE or. i

v

+  Anitkdpadory prescribing b
coraidend - st In c2se box

= verfication of expected death
documentation conddered

= DMACPR comidened and
srumed with all

= Gold Sandard Framework
Review

= Fallatie: Came Elecironic
Regisier

& Consider cument neads in
reiation 1o akd and equipment

= DMACFR

= Thinking Ahsad and Making

Flans

Eraun addiional sepport meods
aw mtablshed and rmoured io
maintzin prelermed place of oo

Mso refemed o “Guldanm at
end of Lie™ GAEL
Cuicdancs for End of Lits

In place

¥

L

Conkact Moared Ralative B not alrady

Imn-mmm-.

done ‘_

Y

Contact reeant Spintua Suppart i

Fatient / Family | Casr
Foar Suppart comidened a5
philcaophy of cam: changes

'

Roviow adapl cos: plan
25 approprate

Y

appropriabe
L]

Contact CF or MHS 24 outwith uegary
fows ¥ Organ Donadon ks being consdarad

L

Contact Funeral Direclor bo remove:
decezerd from home

L

Y

Flan for crisissudden deteriomtion
crisls conskdering abo the priorties in
the: kst weaies of Hie-

Pabhork | Family / Carerf Poer
Support consdered as Philosopéy of
Cane changes

if mot already done

Communicais Pare b All

Legal framework

' Symptom Mamgemant
Lsarming Disabiliy. Wihe - wil b invobved in this prodess i *
L ] Emvironmezntal Istes
Bmouns Riewiow aidspd cane plan
Rovias, inchading the ~Suwprs Other Frofomional Invohement a5 appropriaie
Constder wse of rpid dbcreems: Cuestion™ and Gioid Sandards Scottish Fallathe Cam Coldelines
aigerithm wihin stz cm Framawcrs  approgettc Ik A *
¥ appropriate o uk
- - L ] | Review palicnts wishes |
¥ Paevkew patients whhes ]
Referral to LD Murse Rreicw patents wishes L] {'

(

Communicale Flans o Al ]

All underpinned by:

Communication

Collaboration

| soviow paticnts weses

¥

Cobioct Death Coritficals from GF sergery
{or hospital ¥ patient has ded in haspital)

I Communicabe Aans io Al

Regbtor tho daxth within 8 days at the

ghster of Brths, Marges 2nd Daths
office

Contact Funaral Director bo armange
tuneral

| Earaavement Suppor ]

Y
Familly | Caror § Foar Suppor Sorsfthe
praciial support such as wpli of
couizTmet

Co-ordination

T b rewisred by Learning Dizsbiliy and Pallative Care Patheory |mplemeniabion Geous

= Pervirey [haim Sepimmbar 21E

[ B



NHS

A skilled, knowledgeable and  cee e

. and Clyde
confident workforce :

~
D€ NHS
The Scottish Greater Glasgow The Prince & Princess
Government 39
R and Clyde of Wales Hosploe

Considerations for Care

Guidance for staff planning care for people with learning disabilities who
have palliative care needs.

Learning Disabilities and Palliative Care -

Building Bridges: Supporting Care.
The Greater Glasgow and Clyde Learning Disability and Palliative Care Pathway,
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Considerations for Care

Guidance for staff planning care for people with learning dizabilities who

have palliative care needs.

Learning Disabilities and Palliative Care -

fnri(h/hg &

Building Bridges: Supporting Care. i ;
mprowng experi
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Anticipatory Care Planning and Clyde

Robust Regular
Review

Review it "/ |
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Key Practitioners and Ciyde

Lay the foundations for partnership working between

Learning Disability and Palliative Care Services to
enhance the patient’s experience

Link to Specialist Team.

Implementing evidence based practice.
Bridge the gap between theory and practice.
To improve quality of care.
Improve communication.

Sharing knowledge and expertise




Learning Disability Managed ﬁt'-g

Greater Glasgow

Clinical Networks ( South East of " and ciyde
Scotland)

. North Region:
West Region:

; Grampian
Ayrshire & Arran Highlands & Islands
Dumfries & Galloway Tayside

Greater Glasgow &
Clyde
Lanarkshire

High:
. * a
South & East Region: The State Hospital (TSH)

Borders

- Medium:
Fife Y Orchard Clinic (Lothian)
Forth Valley ¥ Rohallion (Tayside)
Lothian % Rowanbank (GG&C) &
National ID
Low:

Most Health Boards



Glasgow and Clyde ﬂl’,‘i

Greater Glasgow

Palliative Care Network and Clyde
Group

6 Adult Hospices
* Acute care
* Primary care

e Care homes/
nursing homes

* Specialist services
Learning Disability / »ff .
Mental Health
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The most prevalent physical health
conditions Learning Disability Observatory Glasgow

Physical health conditions by ICD-10 Chapter

Injuries
Symptoms & Signs
Congenital
Genitourinary
Musculoskeletal
Skin

Gut

Respiratory

Circulatory

ICD-10 Chapter

Neurological

Ear

Eye
Endocrine
Blood
Neoplasia
Infection

No. of particpants

900




The extent of multi-morbidity

Learning Disability Observatory Glasgow
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Peaceful pain free and  omYom

dignified

Authors, Jill Ferguson

/ and Val Laurie, work
/ d'\ /i / for Scottish Autism
\>{ ¢ ’ and have written this
\m” Inspiring book to
, iy [ l Nl share their learning so

o "“.I'.’f.."."f‘,‘.'?:"‘i? that other teams can

' deliver peaceful, pain
free and dignified end
of life care to
Individuals with
autism.
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Allison.O’Donnell@ggc.scot.nhs.uk

ALLISON O’'DONNELL PRACTICE DEVELOPMENT NURSE
SPECIALIST LEARNING DISABILITY SERVICES
GREATER GLASGOW AND CLYDE
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