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End of Life Pathway

The end of life pathway is expected to begin 6 to 12 months prior to death and finish 6 to 12 months after
death

The accurate recognition of patients nearing the end of life i.e. 6-12 months can be difficult. However early
identification can trigger better assessment, planning and provision of care related to the patient and family’'s
needs. The Gold Standards Framework has produced guidance to aid professionals in the identification of
adult patients with advanced disease in the last months/year of life, who are in need of supportive and
palliative care.

It suggests 3 trigger methods:

1. The surprise question, “Would you be surprised if this patient were to die in the next 6- 12 months?” - an
intuitive question integrating co-morbidity, social and other factors.

2. Choice/ Need - The patient with advanced disease makes a choice for comfort care only, not ‘curative’
treatment, or is in special need of supportive / palliative care.

3. Clinical indicators - Specific indicators of advanced disease for each of the three main end of life patient
groups- cancer, organ failure, elderly frail/ dementia

(see Prognostic Indicator Guidance vs.2.25 - © Gold Standards Framework Programme England 2005 or
visit www.goldstandardsframework.nhs.uk/)

Pathway elements

The elements identified as important for patient experience have been taken from those used in the
supportive pathway. These are as follows

Holistic Assessment (a)

The Holistic assessment also includes Supportive Care Planning & Appropriate Care Delivery. The following
domains are covered in the national Holistic Needs assessment Guide, which has been agreed to be
adopted for use by the YCN; -

1. Background information and assessment information/preferences

2. Physical well-being

3. Social and occupational well-being: including managing at home and in the community, Work and

finance, family and close relationships, social and recreational.
4. Psychological well-being
5. Spiritual well-being

Also included in the holistic assessment is: -

a. the development of a care plan to meet the needs identified in the assessment

b. the delivery of care required as part of the care plan

c. appropriate referral to other services to enable the delivery of the care required as part of the care plan
Further work is ongoing by the Rehabilitation group to support the Holistic assessment and referral to Allied
Health Professionals for rehabilitation

Single Contact with the assigned Key Worker  (4)
The Single point of contact for patients entering the palliative/end of life pathway will be assigned when
patients are assessed for their needs and identified dependent on the patients needs. Patients should

already have a key worker in place and it may be appropriate for that person to continue in that role. The key
worker role may need to change during the pathway dependent on patient needs and care setting.
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Key Discussion Point  (©)

These are the points in the pathway where significant information/discussions take place e.g. recognition of
last 12 months of life, last days/weeks of life. The discussions will include for example advance care
planning, DNAR decisions, post mortems, organ donation.

Patients will be supported during the key discussions to be as much involved in the decision making process
as they wish.

Patient Information (i)

Patients and carers will be offered the minimum information identified on the information pathway (which
incorporates generic information). They will be assessed for any additional needs and offered appropriate
information. They will be provided with support to understand and cope with the information provided. The
information will be sufficient to enable the patient to play as active a role in their own care and decision
making processes as they have decided is appropriate for them.

Abbreviations used on the Pathway

CAF — common assessment framework

IT — information technology

GSF — gold standards framework

ACP — advance care planning

PPC — preferred priorities of care

LCP — Liverpool care pathway for dying patient
DNAR - do not attempt resuscitation

OOH - out of hours
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a- Holistic Assessment

0 - Single Contact with the
assigned Key Worker
© - Key Discussion Point

i — Patient/carer information

Supportive pathway

v

© i Recognition of and the start of conversation about
Use of the surprise question, disease specific prognostic indicators and/or patient decision for best
supportive care as triggers for recognition (see GSF Framework).
Cancer MDT decisions in acute trusts for Best Supportive Care/Palliative Care (for some patients this
will include undergoing palliative treatments e.g chemotherapy, radiotherapy).
Offer holistic assessment and care planning. Identify where and who will undertake the assessment
(this may take place at the same time as starting the conversation).
Transfer appropriate information to enable the assessment to take place.
Patient added to GSF register in primary care.

End of Life Care

a©i 0 Assessment of individual patient and carers needs a
Patient and carers needs to be assessed separately.
Share information with all appropriate professionals. Will require long term IT solution.
Access to interpreting services and communication aids.
If patient has complex needs that meet Specialist Palliative Care criteria, referral made.
Use of EoL care tools e.g GSF, PPC
Use of ACP (inc; advance decisions, resuscitation status, organ donation, post mortem requirement,
mental capacity) and bereavement assessment

nd preferences

Y

\

a© i 0 Lastdays of life
Diagnosis of dying & use of LCP
Timely access to drugs and equipment.
Sharing patient information across care
settings — will require long term IT solution.
Access for carers (when not in their home
setting) to refreshments, accommodation and
car parking.
GP to visit within appropriate timescale to
avoid inappropriate referral to coroner.
Anticipatory symptom management including.
prescription of drugs.

i Care planning
Timely access to other appropriate services/equipment to meet
identified need: including symptom management; rehabilitation
services; benefits advice; spiritual; psychological; social care; support
for children/family members and complementary therapies available.
Care planning in partnership with patient and carers.

y

v

a© | Care at the time of death
Use of appropriate documentation.
Prompt verification and certification of death
(esp. OOH) with appropriately trained
professionals as per local policy.
Culturally sensitive last offices performed.
If appropriate discussion about post mortem
and/or organ donation.
Inform the coroner as per legislation.
Assessment of carers immediate bereavement
needs. Referral to appropriate bereavement
service if at significant risk of abnormal
response.
Information for carers regarding what happens
next and bereavement advice.
Disposal of controlled drugs as per local
policies.

Co-ordination of care
Coordination of care — single point of contact
Patient and carer know number to contact 24/7.
Timely sharing of information across all care settings
Clear agreed plan of who is responsible for care/service provision.
Completion of all sections of OOH documentation in primary care.
Seamless and prompt transfer of patients between care settings.

Delivering high quality care
Rapid response services.
24 hr community nursing services.
Access to: responsive ambulance services; 24 hr Specialist Palliative
Care advice; Specialist Palliative Care assessment and in patient
beds; social care; sitting services; carer support services;
bereavement support services and other support services.
Identification and recording of unmet needs for future service
development.

Y

a | Bereavement
Use of bereavement risk assessment tool and
appropriate onward referral to bereavement
services.
Range of accessible bereavement services
available to meet needs in all settings
including support for children/family members.

Quality Criteria

Criteria 1

Senior Professionals of
treating teams are
competent in advanced
communication skills e.g.
level 4 in KSF or have
undertaken advanced
communication skills
training.

Criteria 2
Professional with
appropriate skills,

¢ |knowledge and

competency to undertake
the holistic assessment.

Criteria 3

Use of appropriate
assessment process e.g.
CAF.

Criteria 4

Use of recognized
assessment tools:- GSF &
PPC, Also ACP and
bereavement risk
assessment for carers.

Criteria 5

Workforce competent in
EOL care in all care
settings including care
homes.

Criteria 6

24/7 accessibility of
competent workforce in all
care settings.

Criteria 7

Use of recognised tools,
guidance and
documentation; LCP,
OOH, DNAR.

Criteria 8

Single point of contact for
patients and carers
identified

Criteria 9
Bereavement services are
available

Regular review <
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