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Background

People with cancer require supportive and palliative care at different stages of the
patient pathway from a range of service providers in the community, hospitals,
hospices, care homes and community hospitals.

Supportive Care is defined by the National Council for Palliative Care:

"...Supportive Care helps the patient and their family to cope with cancer and
treatment of it — from pre-diagnosis, through the process of diagnosis and treatment,
to cure, continuing illness or death and into bereavement. It helps the patient to
maximise the benefits of treatment and to live as well as possible with the effects of
the disease. It is given equal priority alongside diagnosis and treatment.’1

NICE Improving Outcome Guidance for Supportive and Palliative Care for Adults with
Cancer (2004) identified that there are a series of points on the patient pathway
where a patient may have particular or greater supportive care needs and
recommends that at these key points the patient should be offered a holistic
assessment (2). These points occur generally when there is a significant change in
diagnosis, treatment, condition, prognosis or the carer’s ability to cope. (3)

Key points are:
1. At or around the time of diagnosis (this may include circumstances in which

supportive care needs are manifest before diagnosis and particularly where

the process of investigation is protracted)

Commencement of treatment

Completion of the primary treatment plan

At each new episode of disease recurrence

At any other time that the patient may request

At any other time that the professional carer may judge necessary

The point of recognition of incurability (in some cases this may precede death

by years)

8. The beginning of end of life (in most cases this precedes death by less than
one year)

9. The point at which dying is diagnosed
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Points 7 to 9 can be more difficult to determine and are heavily reliant on professional
judgement in recognising these points.

In respect of ‘end of life’ the Gold Standards Framework Team has developed a set
of prognostic indicators that may help professionals decide when it begins.
Three triggers are suggested:
e The Surprise Question — Would you be surprised if this patient were to die in
the next 6-12 months?



e Patient Choice — The patient with advanced disease makes a choice for
comfort care only (not curative treatment)
Patient Need — The patient is in special need of supportive or palliative care
¢ Clinical Indicators — General predictors of end stage illness (5)

The Liverpool Care of the Dying Pathway documentation provides guidance
information for healthcare professionals about recognising dying and the key
indicators to identify when to place a dying patient on the pathway.(6)

Cancer patients may not be offered or have access to a holistic assessment at the
key points of need outlined and this affect whether they receive appropriate and
timely care.. There are broadly four distinct barriers to the provision of services for
patients and carers.

1. Needs may not be met because they are not recognised either by healthcare
professionals or by patients themselves

2. The relevant services may not be available because they had not been
planned or funded

3. The relevant services may exist but not be accessed because key
professionals are unaware of them

4. The relevant services may fail to bring maximum benefit because of poor
communication and coordination.

There are a number of assessment tools currently being used by various health and
social care professionals (eg: FACE and single assessment) but as yet these tools
do not cover all the domains of a holistic assessment and there is a lack of co-
ordination between health and social care to support sharing of patient information
required. This results in patients having repeated assessments at a point in the
pathway, providing the same information to different professionals.

The White Paper, Our Health, Our Care, Our Say (4) included a commitment to
develop a common assessment framework for all adults. The work around a
Common Assessment Framework aims to deliver a more person-centred and
integrated approach to assessing people’s need for support from health and social
care services and the support needs of their carers. The specific aims of a common
assessment framework are to:

e Improve outcomes for adults by ensuring a person centred and holistic

assessment of need, focused on delivering individual outcomes;
e Support improved joint working between health and social services;
¢ Increase efficiency through better information sharing.

Developments are on-going with regard to the Common Assessment Framework
through the testing process and eventual development of an electronic care plan and
tool. Connecting for Health are undertaking further work to define the content of the
NHS Care Record and cancer assessment specification needs to become a standard
template in the electronic messaging systems.

In West London, the Holistic Assessment Cancer Network Working Group was set up
and carried out a review of the tools for implementation of the Holistic Patient
Assessment. The group then developed an aide memoire that would be adaptable
and relevant to all assessments currently in use (Appendix 1). The Aide Memoire
was adapted from the Gold Standards Framework PEPSI COLA aide memoire.



The aide memoire is a tool to support practitioners carrying out assessments and can
be used with assessment tools currently in use. It promotes communication and
support and provides a framework to consider patients’ holistic needs.

The aide memoire encompasses all the domains of a holistic assessment through the
acronym PEPSI COLA:

P — Physical
E — Emotional
P — Personal

S — Social support
I - information and communication

C — Control and autonomy
O — Out of Hours

L- Living with your iliness
A — Aftercare

In each domain the tool identifies:
e Potential anticipated patient issues and concerns
¢ Cue questions to ask patients and carers
¢ And resources for professionals to signpost to.

Key principles of carrying out a holistic assessment are that:

The assessment should be patient ‘concerns-led’

Helping patients to assess their own needs should be central to the process

Patient consent is necessary to the assessment process

Professionals undertaking assessment should have reached an agreed level

of competency in key aspects of assessment

e Patient preferences for communicating with particular professionals, their
family and friends, should be taken into account

Documenting the assessment should be in accordance with the current assessment
tool being used, e.g: FACE.

The Holistic Assessment should be undertaken by staff at the key stages of the
patient pathway as indicated above. The documented assessment should be
transferred to the relevant health care professionals involved in the patient’s care.
The role of the Key Worker is vital in the process of making the assessment and
ensuring this is shared within the multidisciplinary team. Patient held records will
facilitate this process.
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COMNSIDER CUE QUESTIONS RESOURCES
Physlcal naeds. Including. *  WWhal are your main pnysical prodlems | *+ Vaidaled sympiom assessment 0als
P = Symptom assessmant and use of = How does Mis afvect you? = Spediallst ciniclan/paliative care
Physical validated foois «  Histary of management what nave you fned? « Symplom guideings
= Medication-assessment, = How are you mantalring taking your medication? = Ancredited professionals 2.g.
Regulan’PRM = Igfreatment s helping Fhyslotheraplst, Oecupational Theraplst,
= Review stopping non-essential + |5 amedicatien summary avallabie? 15 it updated and Dileticlan, Spesch and Language,
treatments understand by patient Complementary Therapists, Phamactst
*  Treaimeniimedication slde efecls v Are you taking any treaiment not prescribad? » Day centres
= ORygen Provider Companiss
Emoflonal nesds, including: « Whial Warm=E you most? * PEyCnolngical assessmant 100, 2.5 OEess
E « Psychological ass2Esment Incuding: = During the last month have you lost Interast In things tharmometer
Emotional Understanding expectations of ¥ou usualy enjoyed? » Referral o sppropriate emotional /
patient; Patients wishes far septh af = How do you normaly cope In stressful slituations? peychalogical support.
In‘ormation; Low mood, fears, = Hawe you had dificulty caping In the past? = PEycholagical support ramewarn gocument
anxlelles, sirengihs; Coping » How do you achleve support |e. tamlly! professional,
MEcnanisms and Inferssts; Alterad readingAalking?
bady Image; Relationships with » Hawe psychologlealiquallly of lif2 assessment tools
others; Disturbied sleap; Attempts io been completzd?
avoid uncomeartabie thaughts !
Teelings.
Paraanal nesds, Including: » HoW 0o you Make 52NGE o Whal 5 NAppening [0 you? | » Local hosplaknospice swilchbaard
P » cultural backgraundr el groug = Whal can we da o halp respest any of your Identifed * Canger patient Infoemation centre
Perscnal language’ sERUaIMy! religious ¢ spintual personal concems? + Macmlllan Cancer Support webslie
needs = Would you find It helpful o {30 to somesne wha could » Cancer Black Care
nElp you explore e 155Uss? + Gay and Lestian switchbaand
= How does your congtion amect your ablity to achieve = Metwark/ PCT drectary of resources/webshe
tnese neads?
Soclal cara neede. Including: «  How are things in rlation foc » Soclal 5ervicas or Continuing Care raferral
5 +  Soual care assesamant +  Managing at nome:  Local weifare nights advisonCizens Advice
Soclal «  WWeltare rights scresning aEEESEMEnt |« Wark and inance; BuTeaU
Support +  Carer aseessment for carsrs +  Famiy and close r2iationships: » Cancer patient Inoemation centres
+  Zoclal and recrzation. » Occupational Therapy advice re alos and
+  I5 anyane depandant an you? adaptations f raturn to work
+  Doyou have any legal or Immigration lssuss ar » Community equigment serices
cancams » Local BUpPOrt Qroups’ COmmuUnity groups
wemca
e
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COMNSIDER

CUE QUESTIONS

RESOURCES

Information and communication needs
| «  |dentry e key worker
information |+ Lialson wiih MDT/Primary Heakh or

ATE YOU 3Ware af your K2y worksr?

Hawe you Desn asked If you would IKe 1o be copled Into

comespondenca’

+ Mahwork Key worer guidance dosument
= Cancer patient Information and support
centres.

Living wiih |«
your llinsza |,

Refermal 1o olner agencies
End of lifta gare planning (if
appropriats)

communication and diet?
Have you been Informad of suppart services
avallable?

Have you been given an apporunity 1o discuss your

Tulurefexpectalions/goalks?

Communle recelving Neakn care worker « Have you besn Informed of refevant Information that s |« Macmlllanicancer backup webslte and
-atlon = Patient neld reconds I appropriate. appropriate at s slage? lteraturz
« |5 MDT ouicome documented, « Do you know how o acoees Turther Infarmation should | = Patlent Information
communicated, and Is patlent awars you require 17 + Rafer to appropriate services, e, Speach
of planfunderstands = Hawe you besn Informed of the usericarer support and language therapy, ocplomologisis,
« |z made of communication! language groups and e location of thelr nearest cancer audioleglsts, translation services.
appropriate? Infarmatlon centre?
Lewal of &Iﬁnnmr nesds: « D0 you have a pallent held recond? Y Worker
c *  AS5EEE MENtal capaciy 1o make + Have you discussed and documented your future care |« Personal Management Plan! Patient Held
Control and geciElons around patient chalce; WwEn anyone? Record
Autenomy Treatmant oplions/plans: Preferred = Da you have any documentation setling out your = 5ol Standards Framework register It
place of care; ATVanced cans wisnes? If yes, who has accees to It? appropriate
planning =« If your health deterlorated whare would you llke to be = Local national guidance relating to mental
cared for? Capaciy
Advanced care planning nesds: « ATE yOU 3Ware af wina to cal for out of haurs advice «  Cut of hours refenral fom
o «  [0ENUNCation of 3ppropate Eenvices and asskstance? «  Pabent Helg Record Information
Out of Hours atcording fo treatment Intentions = Do you and your famlly know how to contact senvice(s) |+ local Allow a Natural Deathf Do Mot
= Preferred Prioriies for Care (PPC) Qut af haurs Astiiclally Resussltate decumentation
= Transter of Information to Out af = Symptom guklelings
Hours Services and Lendan
Ambulance Senics
Gn-gelng cars nesds, Including: » HOWw are you managing with dally ving taske? « Specialist allled health professionals
L = FRehablitation support = How Is your appesite, mobility, swalawing, « Inermediate care Ervices.

+ Local cancer Information ang support
sanvices

+ Self support programmes

« Spedallst paliative care retarral

Eereavamant neads, Including:

ATe Ters funeral amangements?
Do you have refevant contact numbers?

= Contact numbers for timely remaval of
squipment

& +  Funeral amangement .
After Cate | . Bereavement risk assessment + Do you have bereavement services Information? + Patlent Information Centres
«  Future suppart - famiy » Sereavement services dirzciory
«  Bereavement foliaw up
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