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The National Council for Palliative

Care

* Mission: To promote the provision of palliative
care in health and social care settings for all who
need it

o Sphere of influence: Government policies across
England, Wales and Northern Ireland

* Four policy groups: older persons; cancer;
circulatory and respiratory conditions;
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Aims: Neurological Care Pathway

1. National template, with in-built triggers, for considering
palliative care for people with neurological conditions

2. For use by health and social care professionals
3. ‘ldeal’ approach & strengthen ‘key worker’ concept

4. Involve all component parts of the patient's journey
(pre-diagnosis to palliative care)

5. Support interface between pivotal services e.g.
neurology, specialist palliative care, rehabilitation
(neuro-palliative rehabilitation), voluntary agencies,
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What is meant by a care pathway?

A means of improving the delivery of care to patients and
families

* A way of enhancing appropriate referrals - ensuring
people see the right professional at the right time

« A way of both planning and monitoring the care of a
patient

« A way of encouraging seamless transitions between one
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Development of Pathway

 Review of pathways in same patient groups
(MND, MS, Parkinson’s Disease, Huntington’s Chorea)

* Review of clinical services/practices
 Review of relevant evidence (policy, research etc)

e Consultation: NCPC policy multidisciplinary group; two
public consultations: web based consultations

 Versions 1 and 2 (www.ncpc.org.uk)
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Initial Structure of Pathway

PATHWAY 1 Pathway to Neurological Diagnosis
PATHWAY 2  (four parts)

21) At diagnosis and early action considerations
2i)) Slow deteriorating neurological conditions
2iii) Fast deteriorating neurological conditions

2iv) Variable deteriorating neurological conditions
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Pathway 1
Pathway to Neurological
Diagnosis
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\ 4

Other specialists — ENT, rheumatologist,
gerontologist, ophthalmologist,
psychiatrist, neurosurgeon

G.P.

A 4

2"d opinion-

\ 4

Consultant Neurologist

v

In-patient investigations:
EMG, MRI, Bloods, CSF......

Inform
GP & DN
&
Specialist
Nurse.
Liaise with
hospital
team

Telling the diagnosis/
providing information/
offering treatment

v

i)
i)

Have you made:

2/52 repeat appoint with
consultant/specialist nurse?
Follow-up consultant clinic
appt for 3/12?

Preparing to tell the diagnosis: Have you

)] A specialist nurse ready to be present?

i)  Asked for a relative to be present?

i) A 2 week repeat appoint to offer with consultant/sp nurse?

iv)  Voluntary agency details to give out - e.g MND Association

v)  Local guidelines on telling diagnosis?

vi) Identified initial key worker or single point of access to
services for case management?
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Considerations

* In these pathways we are talking about
Ideals, recognising that services may be
limited in what can be offered

* Neurological conditions vary In presentation
but often there are parallels with symptoms
and need for services

 Itis very difficult to make some diagnoses:
require a time period for further observation:
require a second opinion
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Revised Structure of Pathway Two

Part 1 At Diagnosis and Early Action
Considerations

Part 2  Neurological Care Pathway

*Indicators for Referral
**Attention to Policy

“**Full neurological care pathway
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Part 1: At Diagnosis and Early Action Considerations ©ARE

Would you be
surprised if
patient was not alive

At Point of Diagnosis >

a

in 6-12 months?
No ‘
Inform GP & Would you be €=
DN & ) surprised if
Specialist Discuss Advance patient could l
nurse in Care Plan/ not
hospital: liaise Decisions & communicate » YES
with hospital consider Gold in 6 months?
Standards
v Framework
Identify key
worker or
single point of - -
Congtacitafor case Consider Referral to Specialist gglrllisz;t?\(/eer g’;ﬁg&ll itt(;tli\loenuro -
management Palliative Care

Indicators for referrals/decisions
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Indicators for referrals/decisions

Breathlessness Swallowing Communication Cognitive Mobility Social
issues iIssues difficulties iIssues issues
difficulties with eating v v
& drinking, poor . .
nutritional status Medical Emotional ¥
complications issues Financial/
v v v v v Housing:
Input from co-ordinated (by K\W) multi-professional teamY SALT, OT, Impaired A Employment
dietician, physio, neuropsychiatry, mental health services, voluntary ability Input from co- and/or
agencies, genetic counselling, community therapists, continence, pain to make ordinated _Famlly.
decisions? rehabilitation team, ISSues:
v v physio, OT, wheelchair Input from _
: : Consider PEG Y services, motability, social team:
Consider active management: feeding tube Yes environmental care
antibiotic & assisted ventilation controllers, manager,
v Life spasticity clinic grantfs_tteam,
. ) Yes expectancy y enents
Patient wants active management? > oredicted v | psychologist, adviser, Vol
l l < 6-12 months No || religious leader, agencies
Symptom/ l counselling teams
No, not sure »| comfort Refer to appropriate
v management e | acute services Advance care plan/Decision
Advance care v A 4 X
?'f”/dEC'S'OHS fOft |, Consider Advice from and Linking Consid
uture managemen . - ..
J with Palliative Care Palliati
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Pathway 2
Part 2** Indicators for referral &
attention to policy

Consider

18
Week
Delivery

Quality
Of life

Patient
Choice

Preferred
Place of
Care

Comfort

Cont
Care
Assess-
ment

!

Indicators for referrals/decisions

l
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Breathle || Swallowing Communication Cognitive Mobility Social
ssness issues iIssues difficulties iIssues issues
difficulties with eating v v
& drinking, poor . .
nutritional status Medical Emotional Y
complications issues Financiall
v v v v v Housing:
Input from co-ordinated (by K\W) multi-professional team, SALT, Impaired A Employment
OT, dietician, physio, neuropsychiatry, mental health services, voluntary ability Input from co- and /or
agencies, genetic counselling, community therapists, continence, pain to make ordinated _Famlly.
7 decisions? rehabilitation team, ISSues:

: : v physio, OT, wheelchair Input from
Consider active m'ment: Consider PEG . services, motability, social team:
antibiotic & assisted feeding tube Yes environmental care
ventilation Contro”ers1 manager,

i Life spasticity clinic grantfs_tteam,
. ) Yes expectancy y enents
Patient wants active management? > oredicted v | psychologist, adviser, Vol
l l < 6-12 months No || religious leader, agencies
Symptom/ l counselling teams
No, not sure > comfort Refer to appropriate
v management e | acute services Advance care plan/Decision
Advance care v A 4 X
?'ta”/dEC'SlonS fOft |, Consider Advice from and Linking Consider
uture managemen . . .
J with Palliative Care Palliative
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ST R HE
At Point of Diagnosis J \;\L/J(:::cijszguifbe NATIONAL
N patient was not COUNCIL FOR
Inform GP & DN & 0 < Would you be alive in 6-12 PALLIATIVE
Specialist nurse in 4 surprised if @] months? CARE
hospital: liaise with Discuss Advance Care patient could
hospital team Plan/Decisions not
v | & consider Gold Standards pommunicat’)e NEUROLOGICAL
Identify key worker Framework in 6 months- CARE PATHWAY***
or single point of ‘L
contact for case
management : L I~
Consider Referral to Specialist Palliative Care Consider referral to Neuro — Palliative Rehabilitation

Consider: . a0
Indicators for referrals/decisions
18 Week —— —
Delivery Swallowing i Communication Cognitive L ;
g issues . o . Mobility issues Social
oual Breathlessness difficulties with eating issues difficulties S
uali .
| [ Meieal \_ [Emotona }
complications iSSUes
v v Impaired Financial,
g : - ; bility housing;
Patient Input from co-ordinated (by KW) multi-professional team, SALT, a [
Choice OT,dietician, physio, neuropsychiatry, mental health services, voluntary :jo “?a_ke ° :gfl::):clri?;:igr? t(;gjr:]nated emd[;onment
agencies, genetic counselling, community therapists, continence, pain ecisions: . . anajor
. v i physio, OT, wheelchair Family
Preferred Consid fi " Consid l R v services, motability, issues:
s 1 onsider active management: onsider €s environmental controllers, Input from
C:rcee 0 antibiotic & assisted ventilation FEG_ Life spasticity clinic social team:
v eeding tube expectancy care
Patient wants active management? » Yes predicted v—Y man?gter,
Comfort < 6-12 months Psychologist, grants team,
* Symptom/ l No religious leader, bgn_eflts Vol
No, not sure » comfort l counselling teams aaviser, Vo
Cont v ¢ [ Refer to appropriate agencies
Care Advance care managemen acute service Advance care plan/Decision
Assess- plan/decisions for LA § A
e future management —» Consider Advice from and Linking Consider r
with Palliative Care Palliative
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Conclusions

* A national, accessible template for neurological conditions
(Focus on Neurology www.ncpc.org.uk)

* Guidance for service delivery:

1) support people with neurological conditions

) in-built triggers for appropriate referrals

i) extends from diagnosis to end of life care

IV) promote communication & interaction between
pivotal services — neurology, rehabilitation and
specialist palliative care

V) promotes key worker role

o Supporting mission of NCPC THE
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