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| feel that if Sean had been offered palliative care upon discharge, or even in the hospital setting, life
would have been a little easier to bear for all of us. We hadn’t even had a chance to discuss an end
of life scenario with Sean or initiate those types of conversations as we weren’t fully aware exactly

how gravely ill he was. He died without making a will or leaving any wishes about funeral
arrangements or other personal issues. I'm not sure if Sean himself fully understood the
complexities and prognosis of his condition, | do know that over Christmas he had just had enough
of the pain and monotony of his life and despite our encouragement and reassurance | do believe he
was very depressed.

But please do keep this in mind and educate your young Team — people with decompensated liver
disease have a life limiting illness — whatever the reason that put them in that situation, they
deserve to live their last months with their pain adequately managed and still trying to live a life with
dignity instead of just surviving or existing. Palliative care can make so much difference to the
patient and their loved ones and often people don’t realise that you can get it for other conditions,
not just cancer. | have since found out that our local Hospice (Oakhaven) could have supported Sean
and us locally, | simply had no idea, neither the Hospital nor GP mentioned this to any of us. If we
had had home visits by a nurse his condition could have been better monitored and the situation
may not have escalated as quickly as it did.



However, it cannot be stressed enough about the psychological effect on the

patient and the carer which is not always obvious.

You are given a scenario with very few treatment options and the knowledge

that there is just one way you are going and that is down. The hopelessness
of our future took its toll on both of us. Over the years Jim changed from a
)ciable extrovert to a monosyllabic introvert. | began to comfort eat and
e bothered undertaking any of my hobbies. | spent most aftern

e television. All the energy | had went i
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PLANNING

FOR YOUR FUTURE CARE
A Guide

Voluntary
Discussion with a patient

Patient education about the future

May choose to make wishes or
express preferences for future care

These would be referred to if
patient loses capacity in
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maximising
Emergenc

worsenin
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Talking about dying:

How to begin honest
conversations about

what lies ahead
October 2018

A

Patients with liver disease

72% patients with cirrhosis inelig

liver transplantation did not ha
documented resuscitation deci
(prognosis 52 days)

30% HCPs in Leeds
ACP




Increased
decision-making
confidence

Increased awareness of
decisions and reduced
psychological distress for
carers

Improved communication
between healthcare
professionals and

patients/carers

What is the Increased documentation

of patients’

evidence wishes/preferences for
behind ACP? =

Reduced
healthcare costs

Increased agreement
between preferences for
care and the care that is

actually delivered

Reduced hospitalisation

and intensive care unit Increased
admission rates specialist palliative

care involvement




do we need more research in advance care planning in

lisease?

Unpredictable
disease trajectory
with sudden life-

threatening
complications

Liver transplantation
for minority of
patients — possibility
of cure for those with
a poor prognosis

We know advance care planning isn’t
well implemented nationally

We know patients with liver disease have

significant end of life care needs that
aren’t being addressed

Complex social
circumstances that
reduce access to
healthcare and
hinder care planning

Hospital-centred care
and lack of well-
established
community pathways




aim: to develop an intervention that will e
orofessionals to increase patient partic
end of life in the context of liver c




nanualise a behaviour change intervention for healtt

he participation of patients with liver disease

evaluating healthcare prof




RC Developing and evaluating complex interventiol
- framework and guidance :

Feasibility/piloting

1 Testing procedures

2 Estimating recruitment /retention
3 Determining sample size

Development Evaluation
1 Assessing effectiveness

1 Identifying the evidence base ;i
2 Identifying/developing theory 2 Understanding change process
3 Modelling process and outcomes 3. Assessing cost-effectiveness

Implementation

1 Dissemination

2 Surveillance and monitoring
3 Long term follow-up




Systematic review to identify
evidence of:

Attitudes
Barriers
Facilitators
Optimal conduct
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ds

12-16 patients with:

* Current or previous
advanced disease
(Child-Pugh score

B/C)

e Atleast 1 hospital
admission with
decompensated

liver disease

Qualitative study

using focus groups and interviews
to identify

Attitudes
Barriers
Facilitators
Optimal conduct

12-16 carers:
e Identified by
recruited patient
* Bereaved 1-5 years
before recruitment

24- 32 HCPs:

Including consultants,
GPs, junior doctors,
transplant
coordinators,
specialist nurses,
day care/inpatient
nursing staff




se3
hods

L Participatory research
13 participants:

e 2 patients .
e 2 carers with stakeholder

* 9HCPs— workshops
3 hepatology/
gastroenterology to develop a behaviour Service provisio®
3 ::::::t::::es change intervention for

Sources of behaviour
By, HCPs =

1 pa"iative mEdiCine - Intervention functions
consu Ita nt Policy categories

a’ The Behaviour Change Wheel: A Guide to Designing Interventions
Susan Michie, Lou Atkins and Robert West

_ UNIVERSITY TEACHING HOSPICE




Stage 2: Identify Stage 3: Identify content
intervention options and implementation options

Define the problem in Identify: Identify:

behavioural terms & Intervention 7. Behaviour change
Select target behaviour functions techniques

Specify the target 6. Policy categories 8. Mode of delivery
behaviour

e

The Behaviour Change Wheel: A Guide to Designing Interventions
Susan Michie, Lou Atkins and Robert West




Field-testing intervention
with HCPs

using before-and-after
questionnaires

to identify:

6-9 HCPs:

Transplant unit
Hepatology unit
with no local
transplant service
Gastroenterology
unit with no
subspecialty
hepatology




out: a refined behaviour change interventic
for further evaluation

Process analysis




tly plans to recruit from:

transplant unit
)logy unit with no local transplant service

are Clinic, Canada (HCPs only)
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ommunication difficulties
* liver HP and patients/family discussing liver disease and its p

oromoted as a way of Ncommunication
eloped in cancer/non-cancer

participation during the consultation ak




1 - Item generation
Scoping literature review
)n-line survey

iews/focus groups

oment and refinement




generation (Phase 1)

oping literature review

* 10 studies on unmet information needs in people with cirrhosi
their families

findings extracted to identify themes




generation (Phase 1)

erviews/focus group work

12 patients with cirrhosis, 6 family members, 14 HP
{epatology out-patients from a liver tertiary unit (RFH)




generation (Phase 1

Item Generation

Initial item

combination

Analysis combining

similar items together

Further analysis

comhining items together

Stage 1

16 items

Stage 2

142 items

Stage 3

100 items

h J

Stage 1-3

258 items

A 4

Stage 1-3

190 item s

Stage 1-3

B2 items

Followin g categories identilied:
Syrmptom issues

Ianage ment of my liver dise ase
Understanding rmy liver dise ase
Testiscan results

e dication

Impact of liver disease on my life
Prognosis and life expectancy

Transplant issues
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List of possible items for & Question Prompt List
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development (Phase 2)

rate which items are relevant and importa
1ove repetitive items




0.1 - transplant

Instructions

Wary people with advanced Bver dissase
heatv oA G and guestions that they sne

Understanding my liver disease

afrasd 1o ek when they see their fes docton o Wiy do | hawve lver disegse?

e created this guestion sheet tohelp you
et the infoomatian that you want abowt
vouar liver disease.

Soune of thee guestions of topics may not b
relavant towou at pour stage of s, W

= What |5 dirrhasis ?
# How damagad is my Bver?
* What can | do 1o impraove my bver functlon?

= How dio | expdain my bver disease to my friands
anad famaly 7

suggest that you read the topic headngs first 100 1 agem-ent nf my liverdisease

and dacide which guestians are resevant Tos
you. You may liks ta circle the questions you
want ta ask paur doctor or nwese and &eep
this gueston sheet for future redference

Pan [0 sk your most important guestions
fergt, Do wEsit may not b long endugh 1o
caver all af yawr questions.

Question

Symptomissues
« W hat syrploams shousd Daatch out
for?

='What do | nead to do aboan it, if thase
Y Mpom s CCour

]
= What is my treatrment plan {short-termylong-
termj?

Frognosis and life expectancy

® What can | expect from the future?
= What is my Efa expactancy

Transplant sces

= Har long ar | likedy to eealt for & transpdant P

= What are the options if | cannct have a transplant?

= Conild iy ralative donate part of thelr beer to ma?

«What ara the axpected benefits of having a
transplant?

= What ara the risks of having a transplant?

= What is the possibiliny of dying before a transplant
and what support ls avadable if my conditlon
dererorates?

Royal Free London
NHS Foundation Trust
Medication
= What is tha medication for my Fver disease trying to
achsena?
= What are the side effects of the medication?
® Can you reviev the madication for my llver?

= Wil | ba atda to stop my medscation ¥
® Wihat “owved the counter” madication shaould 1 aveed ?

Impact of llverdisesse an my life

W llver desease affect my abllity to work?

= How da | gat support with bensfit clasms?

*Can | traval abroad 7

= | armn feeling worrled or lew'. Where can | gat help?

= | am concarnad about my sax life, Can anything ba
done to halp?

= How do | get hiedp at hoame?

= Can | gat support for my transport costs?
«Can | drive?

# 15 thers any specal diet that | should foSow?
= Can | have an occasional skooholic drink?

= Can | driek bowe alcohol besar fwine

Other guestions you might want to ask




0.1 refinement (Phase 2)

iterviews/focus group

» 8 patients with cirrhosis, 3 family members, 9 HP (3 intervie
group) —
Patients/family members participated in Stage 3.
1put — leads of 2 voluntary organisations (BL




0.1 refinement (Phase 2)

necific information sheet




* Communication is important between
doctors and patients with liver disease.

This list of questions may help to improve
communication with your doctor about
your disease and future care,

Due to limited time in clinic, it is unlikely
your doctor will be able to answer more
than 3 questions from this list.

Please TICK the 3 questions that you
would most like to ask.

RESEARCH
if you're happy to use this list in your clinic
appointment, please tick here .

H you're happy for your data to be used for
research to improve services, please .
tick here

H you're happy to be approached about an
interview, please tick here .

o]

Question Prompt List ©

o

ent version QPL

Understanding my liver disease

O why do | have liver disease?

O How can | improve my liver function?

Symptom issues

O what symptoms should | watch out for?
O what should 1 do if these symptoms occur?

Management of my liver disease

O What do my test results mean?

O what is my treatment plan (short-term/
long-term)?

O Why do | need this treatment/procedure/
test?

O what is my liver medication trying to
achieve?

QO what are the side effects of my medication?

O can you review my liver medication?

\

Impact of liver disease on my life

O willliver disease affect my ability to work?
O can 1 drive?

O can 1 travel abroad?

O1am feeling worried/low. Where can | get help?
O s there any special diet that 1 should follow?
O can 1 have occasional alcohol/low alcohol?

QO 1 am concerned about my sex life. Can anything
be done to help?

Progression of liver disease +
life expectanc

O What can I expect from the future?
O whatis my life expectancy?

Other questions you would like to ask

CLCELrT

Please turn over for details about
where to get practical advice and
further information



uragiupn

here to get practical
advice and information

Please read through the next few
pages for advice about where to get
more informaticon

If you want to know about the
following, please tick the relevant
circle:

O What is liver disease ?
O What is cirrhosis?

If you have ticked any of the boxes
above, please ask your doctor in clinic
for a brief summary sheet.

Alternatively, you can go on the
websites of the following organisations

British Liver Trust

Helpline 0800 652 7330
https://britishlivertrust.org.uk

NHS choices Website
https://www.nhs.uk/conditions/
cirrhosis

Information about liver
disease

E nt version QPL

ey . Loy

General advice and information

Do you need advice and information on the
following topics?

Benefit claims

Debts and financial support

Transport costs

Help at home

Care, equipment etc.

Planning wills/Power of Attorney

If yes, your doctor can make a referral to the
Support Hub at the Royal Free Hospital.

O Please tick if you would like your
doctor to refer you the Support Hub

Alternatively, you can visit the Royal Free
Support Hub in person (see below)

Support Hub Royal Free Hospital
LG floor 0207 794 0500 ext 39963

Monday — Thursday 10 - 4pm
(except Bank Holidays)
rf.royalfreesupporthub@nhs.net

Health information — Contact

details

For general health enquiries, contact
- Your GP.

For help with specific liver disease problems in
office hours contact

Hepatology Clinical Nurse Specialist (non-
transplant) on 0777 358 2584

For help with specific liver disease problems
out of hours

- Call 111 if the problem requires immediate
non-urgent advice

- Call 999 for emergencies

Psychological support

Problems with mental health such as
anxiety or depression

You can contact: Samaritans 24 hr
Helpline on

Tel 116 123 (free from any phone).
OR Check the NHS choices Website

https://www.nhs.uk/conditions/stress-
anxiety-depression/mental-health-

helplines/




ilot study (Phase 3)

d acceptability of QPL v0.2 in clinical setting




onths, 64 OP clinics (RFH)
gible patients given and asked to read QPL

e used. If N, why?




itment (since 13 Dec 2018)

Patients scheduled to attend OP clinics
{n = 808)

h

Eligible patients scheduled to attend OP
clinic {n = 215)

Eligible patients approached about pilot
{n=135)

1

Eligible patients who were given QPL
(n=129)

k.

Patients who read through QPL
{(n=111)

t

Patients who used QPL in clinic| :
{n =70) "'




inary findings

Demographics
Male (62%), white UK (67%),
ean (SD), range: 62 years (12), 27-85

observations
ients found it useful



inary findings

PL users
seful as needs change over time
300d source as a battery of questions

at an earlier stage




inary findings

expectancy question, symptoms and treatment
equently asked

ion between Dr & patient clear




e directions

xtend patient eligibility criteria
First OPA visit (tertiary liver services)

recruitment




Directions

Extend patient pool
xtend recruitment sites




Any questions?
Any thoughts?
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Latest News:  Hereditary Haemochromatosis, a common gene disorder causes serious “stealth” disease, but could be easily treated 17th January 2019

Thinking ahead - planning for your future

T ing ahead - pl for your future when you have advanced
liver disease

Chronic liver disease is an unpredictable condition. However, there are some symptoms that indicate the
liver has become so badly damaged it can no longer work properly — this is known as ‘decompensated
cirrhosis’, which is fully explained in the publication below. It's important for patients with decompensated
cirrhosis to have the opportunity to talk about the impact of their condition, and to think about their wishes
for the future.

This publication will help you talk to your hepatology team, GP, relatives and carers about how you would
like your future care to progress, and encourage you to start those conversations early so you can make
your preferred care options clear.

Although these conversations can be difficult, patients and their families or carers often find that planning
ahead brings them peace of mind. Your healthcare team and loved ones need to understand your wishes
and be aware of your thoughts and preferences.

Support us

Please support us by making a donation

a ‘Donate

In this section...

Living With Liver Disease

Thinking ahead — planning for
your future

Diet & Liver Disease
Liver Transplantation
Life After Liver Transplant

Thinking ahead:

Planning for your future with advanced liver disease

Pioneering Liver Health
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| END OF LIFE SPECIAL INTEREST GROUP

End of Life Special Interest Group

The End of Life Special Interest Group (SIG) is linked to the Cirrhosis and its
Complications CRN topic area. The SIG Lead is Dr Mark Wright of University
Hospital Southampton. The first meeting of the SIG was held in March 2018. If
anyone wishes to join the group please contact the BASL secretariat on
Samantha@basl.org.uk.

. Resources

+ Join BASL +

ONSORSHIP ~ LINKS & PATIENT INFORMATION

JOIN BASL

BASL Membership covers membership to

BASL and all of its sub-groups; BLNA, BVHG,
BLTG, BHPG & HCC-UK

Location

Title

Information and resources

St Luke’s Hospice and Basildon
& Thurrock NHS Foundation
Trust

Management of advanced chronic
liver disease in a hospice setting—a
shared care strategy

Download Shared Care Liver Project.pdf

University Hospitals Bristol,
Queen Elizabeth University
Hospital (Glasgow) Royal Free
(London)

Early integration of palliative care
into the management of patients
with advanced liver disease

Download Early i ion of palliative

care.pdf

Download Patient Information Leaflet

Bristol).pdf

Marie Curie Palliative Care

Research Department, UCL

Validation study to evaluate whether
prognostic screening tools assess
palliative care needs in patients with
advanced liver disease.

Download Validation of prognostic
screening tools.pdf

Marie Curie Palliative Care

Research Department, UCL

Improving communication in medical
consultations in people with
cirrhosis: The development of a
Question Prompt List (QPL).

Download Development of a QPL.pdf

University Hospitals Plymouth,
Southwest Liver Unit

‘Thinking Ahead” Advance Care
Planning Clinic

Download Thinking Ahead Clinic.pdf

Download Thinking ahead - ACP Example
Document.pdf

Download Thinking Ahead - ACP Example
GP letter.pdf

Brighton and Sussex University

Hospital

BEDUC feasibility study
(long term abdominal drains vs large

volume paracentesis)

Download BEDUCe published
manuscript.pdf

Western Sussex Hospitals NHS
Foundation Trust and St

Barnabas House Hospice

Worthing collaboration to improve
EOL care for patients with liver
disease: Advanced Liver Disease
MDT and community based
Advanced Liver Disease Nurse

Download Worthing collaboration - ALD
MDT and community based ALD
Nurse.pdf

Pennsylvania, USA. Albert
Einstein Healthcare Network
(recruiting at 14 medical
centres)

Comparing Two Ways to Offer
Palliative Care to Improve Quality of
Life for Patients with End-Stage Liver
Disease

https://www.pcori.org/research-
results/2017/com paring-two-ways-offer-

1li are-improve-quality-life-
patients-end

& Member Login &




es for research collaboration

 in practice







......................................

V JAN=] NHS

: British Association for the Study of the Liver University Hospitals B_ﬂStO'
b NHS Foundation Trust

g Symptom Control in Patients with Ac
Liver Disease

Bonita Stevens and Dr Sarah Ca







2ct Overview

Primary Secondary
Driver Driver

1

Information

Resources

-
Knowledge

Confidence

Secondary Care

. Knowledge
Primary Care X
Confidence

Education







are the main barriers to good symptom control in patient:

arvinnecoad Iiviar Aicaaca?

confidence
alcohOl USEjeqampansaton
metabolism pOIypharmaC_ycontraindications
sxperencePhA@rmMacokinetics pain management

compiiance@patic impairmentigxic

communication

o0y COIMOrbIditiesgonfusion
scared to prescribe

lack of knowledge
J2sctesencephalopathy=

xacerbatin
nercionsharder to recognise dyingdosages
dosehepatorenal syndromerr:!
opiatessubstance misuser*="="
Worryyounger patients
hastening death constlpat|0n

adjustmentsuncertainty

communication difficulties







ou would you prescribe the following medications if a patier
advanced liver disease were in pain?
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ich medications were patients with Child Pugh B or C cirrho:s
prescribed during their admission?

Child Pugh B 6 (29%

e Morphine (SC




analgesics were patients with Child Pugh B or C cirrhosis who
the ward prescribed in the last 24hrs?

21 patient
Age 60 (33
Child Pugh B 6 (29%

N |

e Morphine (SC







are in pain, which of the following over the counter medicatic

24 patie
12 inpatients and

you usually use?




are in pain, which of the following over the counter medicatic
you actively avoid because of your liver disease?
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12 inpatients and




staff at Bristol Royal Infirmary given you any advice about
painkillers in cirrhosis?

12 inpatients and
12%




e you ever been left in pain because staff have been unsure w
painkillers you can take because of your liver disease?

Yes, sometimes 24 pati
3% 12 inpatients and 12

Yes, often, 0%
Not sure, 0%







ature review

3 patients with end-stage liver disease were prescribe
or pain, but only 33% of them received favourable




ature review
mendations against the use of NSAIDs were significantly |
1 than recommendations against paracetamol use”

ecommendation of most respondents that over
d be avoided in patients with cirrhosis”







oct Overview

Primary Secondary
Driver Driver

Resources Information

Knowledge

Secondary Care
Confidence

Knowledge

Primary Care X
Confidence

Education







| Guideline

sults identified need for local guideline
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living with kidney
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Why kidney disease?

Is kidney medicine ahead
of the game?

Is it easier to do this in
nephrology?

Are kidney clinicians doing
well?
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Why kidney disease?
Dialysis Conservative Last day of life
o gt | et
Fatigue 71% 86%
Itch 55% 84%
Pain 48% 73% 42%

Breathlessness 37% 80% 25%
Nausea 33% 59% 12%

Restless legs 30% 28%

Murtagh et al. Murtagh et al.  Cohen et al. Am J
Adv Chr Kidney JPSM 2010 Kidney Dis 2000
Dis 2007




Why kidney disease?

> prevention and relief of suffering by mea
entification and impeccable assessment
of pain and other problems, phys
and spiritual”
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National Service
Framework for Renal Services — 2005

People with kidney failure should]...
jve timely evaluation of their
0sis, information about the ch
0 them, and for those




NHS Kidney Care —

Recommendations

* Who agrees registrationv. ... ... ...~

What to call the registers -—--*—7

I3 .| .
ance care plans With o oo c o
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NHS Kidney 2




NHS Kidney Care — 2012

Recommendations

 Recognise culture change needed

it-wide patient identification and registration
Who agrees registration with patient?
hat to call the register?

e care plans with all dialysis patients
the time and work that this will take
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UK Renal association guidelines - 2013

Patients with CKD4/5 should be given estimated prognosi

Patients with CKD4/5 with imminent end-of-life care neec
hould be identified and their care prioritised

ients with less than one year to live should be
ified using a combination of criteria including ¢
functional status, evidence of maln
ze and the ‘surprise question’




UK Renal association guidelines - 2013

* Patients with CKD4/5 should be given estimated prognosis

Patients with CKD4/5 with imminent end-of-life care need
hould be identified and their care prioritised

tients with less than one year to live should be
ified using a combination of criteria including c
ity, functional status, evidence of malnutriti
ge and the ‘surprise question’
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International consensus - 2015

ponents of renal supportive care

ve symptom assessment and management
and communication of prognosis
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Is it easier to do this In
1ephrology?




re kidney clinicians domg
ell?

GFR = 20 — refer to pre-dialysis service for education

.

GFR = 15 — decide on treatment modality

o || s

Haemodialysis — refer for fistula Peritoneal dialysis — review home situation

| |

GFR=10 - start dialysis GFR = 10 — start dialysis

Y
Conservative care — review by palliative care consultant



Are kidney clinicians domg
ell?

Davison et al Longitudinal validation of
odified Edmonton symptom
essment system (ESAS) in

odialysis patients
ology Dialysis Transplantation,
, Issue 11, 1 November 2006,

Raj et al Validati
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Are kidney clinicians doing
well?
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Are kidney clinicians domg
ell?

6 of units used a register to identify patients approaching end of life
nits had renal nurses whose time was specifically allocated for palliati
ad palliative care specialists involved in ACP

ed to providing conservative care




Are kldney clinicians domg

2.2% of 436 dialysis and conservative care patients possessed a corre
nding of palliative care




Are kidney clinicians domg
\ ell?

. y-n|ne percent of nephrologists perceived themselves to be very well prepared
make end-of-life decisions

100%
2 80% | | p=0.003 p= 0012
9O 60% - :

E 94% | €

g. 40% 1 | ol

- 66% f8

2 20% -

0%
Stop Dialysis ofa  Withhold Dialysis from  Stop Dialvsis of a
Severely Demented a Permanently Competent Patient

Patient Unconscious Patient Who Requests to Stop

O Very Well Prepared &1 Less Than Very Well Prf:paredI
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stimate of life expectancy with them...
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ients significantly more optimistic than their nephrologists about 1- and 5-year surviv:
nore likely to think they were transplant candidates....

the 62 interviewed patients, no patients reported that their nephrologist f
estimate of life expectancy with them...
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Are kidney clinicians domg
well? —

If of patients who died with ESKD received palliative care consultations
74% for people with cancer
1% for people with dementia

ately one-third of patients with ESKD died in the ICU
cer

-of-life care quality reported decedents’ families 5
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Thank you

Comments and questions?

Dr Barny Hole .
University of Bristol -

barnaby.hole@bristol.ac.uk
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System of prompts in
cirrhotic clinics?

== | |dentification \

Discussion with patient
Symptom assessment
DNACPR

/ Advanced care plannir

Advanced liver documentation

disease MIDT
Discussion
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ices screening?
in event of bleeding
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