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Learning Disabilities and Palliative Care: Building Bridges Supporting Care Project

The Prince and Princess of Wales Hospice , Glasgow
Allison O’Donnell and Liz Smith-Project Leads

INTRODUCTION

People with learning disabilities (PWLD) frequently experience various barriers

appropriate health care and are often marginalised from mainstream health services.! These barriers, coupled
with poor understanding of the palliative care role, contribute to difficulties accessing palliative care services.?
Studies also show that people with learning disabilities have poorer health and die younger than the general
population; with life expectancy poorest in those with the greatest support needs and those with the most
complex and/or co morbid conditions.? Within Greater Glasgow and Clyde (GG&C) it was recognised that staff
from both Learning Disability (LD) and Palliative Care (PC) services required support in meeting the needs of
this group. In response to this, the award winning project “Learning Disabilities and Palliative Care: Building

Bridges -Supporting Care” was established.

With funding from the Scottish Government, The Prince and Princess of Wales Hospice and Help the Hospices

\/

in accessing effective and

(Year 1 only), this project is a working example of partnership and collaborative working. Links have been

established at both local and strategic levels within LD and PC services, including all six adult hospices and all
LD Teams within the geographical area. The project is led by senior practitioners representing both LD and PC

services.

The initial focus of this project was to ensure that LD and PC staff across GG&C worked collaboratively and in
partnership, developing the skills, knowledge and confidence required to provide high quality and effective

palliative care for people with learning disabilities. Subsequently an integrated

developed. Advanced Care Planning has been embedded within the Pathway and has been a recurring theme

in education delivered to staff. The Pathway will be the focus of a Pilot study w

Care Pathway has been

hich will commence in

DEFINITION OF A LEARNING
DISABILITY

“The presence of significant reduced ability to
understand new or complex information, to
learn new skills (impaired intelligence); with a
reduced ability to cope independently
(impaired social functioning) which started
before adulthood, with a lasting effect on
development.” *

September 2014 for a six month period within GG&C and within Ayrshire and Arran Health Board. Following

evaluation, outcomes will be shared nationally.

CARE PATHWAY

Recommendation 26 of the Learning Disability Strategy Keys to Life

states that “the Glasgow palliative care pathway is evaluated and rolled

out nationally by 2015 to improve the care outcomes for patients with
learning disabilities” The Care Pathway has been developed with multi
professional commitment from both specialist services, ensuring the holistic
care needs of individuals with LD are considered. Underpinned

by evidence based practice the pathway is fundamental in promoting

the delivery of high quality PC for PWLD. The pathway aims to support
practitioners across all health and social care settings to work collaboratively
in partnership co-ordinating care throughout the patients journey.

STAFF SUPPORT

Identified ACP Resources in
Project A-Z of Resources

Staff Training,Reflective
Practice,Case Discussion

Support from GG&C ACP

Murses

[
Regular review of patients’

[ |
care needs

intellectual understanding and emotio

ACP Embedded in Pathway

Communicate plans to
MDT and relevant others at
each stage of pathway

account, as and when necessary.

"Considerations for Care"
to support care planning
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Glasgow Learning Disabilities and Palliative Care Pathway
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Identification
Of Concern

-

Care in the

last weeks of

life (Time is
short)

Assessment,
Care Planning,

Support patient to
live with condition
and plan for sudden

Care in the last Care after

days of life

-

death

Review and
Co-ordination

Enown Palliative Care {PPC) need
Symphboms. Decline. Screening

deterioration

Consider *Guldance for Person-
Centred Care In the last Stages of
Life™ Greater Glasgow and Chyde

In partnership with Primary C are:
Teamn or Palliathve Care Team a
appropriate:

Haolistic assessment of care needs 'i'u'henn:-rnannedla': at home

Including Dis DAT

Referral to Speclalist Pallathve Care

1 Recognise 1

=  Dut of Hours suppaort 1=
established including comtact

(GCECD) to support I'rl:-IIItH: care

¥

Contact GPFs s rgajfdrhg

—

Triggers

Surgery Hours OR
Contact District Murse
Veriflcation of Expected
Death documentation
(WOED) In OR
Contact MHS 24 (Tel:
i no VOED In place

details

= Anticipatory prescribing is
considered - just Incase box

= erification of expected death
documentation considered

= DMACPR considered and
discu ssadwlrJ'l l

If approprate discuss and identify
patient wishes:

Preferred priontles for care Including
Advanced Care Plan Antichpatory
Care Plan, What's Important none,
Life Story ‘Work, Organ Donatlon,
Legal Will, Do Mot Attermpt

Haolistic and Person Centred Care
coordinated by Leaming Disabilites
MNurse or appropriate other In
partmership and coflaboration with
generallst and speclalist senices,
family and carars

111}

S.I_ppa::ltlf-‘alilent' s wlshes refeming to
.ﬂu:h.'inl:BdC.arEPh

Patient / Family § Carer / Peer

Cardiopulmonary Resuscitation
Support considered as phibosophny |:|l

(DMNACPR), Funeral Planning

] Fa |hLl'-'ECIE Eleciromic care changes Contact Mearest Relative If

Enisure avallability of accessible already done

Information for patientfamilbyy/
carers. Consider Tralning Meeds as

nut]

= 'Eunﬂl:‘re urrent needs. in
redation to alds and equipment

Refer to Considderatbons for Care to
sppport patient Iving with conditbon

Contact relevant Spirtual

appropriate
* Support If approprate

and aid Care Planning

I+I

Ensure additional support needs
are established and resourced to
miaintain prefemed place of care

¥

Review and Adapt Care Mlan as
approprate

dentify/Establish Chinlcal Teamn

Including approprate primary
generallst and speclalist sendces

I Communicate Plans to All l 1:.:- tact GP or MHS 24 outwith

surgery hours F Crgan Donation

5 belng considered

Identified Palliathve Care Meeds.
Health Equaliies Frammework (HEF)
completed. Dlary commenoad

Mo - Consider:

Patlent / Family f Carer) Peer
Support considered as Philosophy of

Care changes

¥

Communicate Plans to All

Recognise signs of decline [ kdentty
if patiant Is at risk of sudden decline
using Supporthve and Falliative

Care Indicator Toods (SPRCT), Gold
Standards Framework {G5F) or other
Progmeostic tools - Incdude *Sunprise
Chuestion”

Contact Funeral Director to
remove decaased from home

Collect Death Certificate from
GP surgery {or hospiltal f patient
has died In

What- information to be ghwen
Where - the various kocations
Inwvobeed

When - the process will start
'IH'hl:- willl be Invohqed In this

|

hospital)

Plan for crsls/sudden deterloration / Reglster the death within &

Referral to LD MNurse

crisls considering also the priodties in
the last weeks of Iife:

days at the Reglster of Births,
Mamiages and Deaths Odffice

if not already done

| |

Rewview, |n|:ILH:|1ng the *Surprize
Question” and Gold Standards
I'-rammltl appropriats

Contact Funeral Director to

armrange funeral

Crthwer Professicnal Invobsement:

¥

Communicate PMans to All

EBereaverment Support

Legal framework

Communicate Mans to All

)
All underpinned by:

I ramly / Carer / Peer Support |

Communication Collaboration Co-ordination

ADVANCED CARE PLANNING (Acp)

nal responses.
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Referral to both generic and specialist palliative care services should be considered early in the patient’s journey even if the person has no
identified specialist requirements at this time. This allows for proactive advanced care planning including opportunities to consider:

Breaking bad news recognising that PWLD are rarely encouraged to consider issues around loss, death and dying.

Allows PWLD the opportunity to be involved in all aspects of advanced care planning at a pace that supports their

Allows time to plan for reasonable adjustments to be made, improving outcomes and experience
Allows time for appropriate methods to be established to ensure that people who lack capacity have their best interests taken into

Allows services the opportunity to prepare appropriate and adequate support throughout the patient journey.
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