
Welcome to The End Of Life Care 

PLI Event 

Learning Agreement 
 

• Participate in all activities 

• Ask questions and listen to each other 

• Respect diverse opinions and views 

• Reflect and link to work practices 

• Observe appropriate confidentiality 

• Timings – observe and respect  

• Turn off all mobile devices 

 



End of Life Care  

Protected Learning Initiative 

Dr Anthony Gore 



• 2.30pm-   3.15pm – Workshop 1 

• 3.20pm – 3.40pm – comfort break 

• 3.45pm – 4.30pm – Workshop 2 

 

    4.30pm -  4.45pm – Evaluations Time  

    (please fill in and leave in the room) 

Two workshops: 

• Pain Control and De-prescribing 

• Top 3 Tips for Managing EOLC in COPD, Dementia and Heart 

Failure 

Plan for the afternoon 



• To learn how we are performing and 

developing in End of Life Care 

• What tools are available to support you in 

your role 

• Key messages on managing end of life 

care 

 

Learning Outcomes / Why are we 
here? 



• Keeping people out of hospital 

• Quality Contract 

• EOLC template 

The Story 



• The palliative prevalence recorded on practice 
registers in 2016/17 varied from 0 to 2.39 per 100 
practice population. 

 

• This compares with a Sheffield CCG rate of 0.46 
and England rate of 0.37. 

 

• The numbers recorded on practice registers varied 
from 0 to 116. 

GP Palliative Care Registers 



Sheffield  England Adjusted* 

Hospital 51.8 46.9 48.1 

Care Home 20.0 21.8 

Home 22.2 23.5 

Other 1.6 2.2 

Hospice 4.4 5.7 8.0 

Place of Death % – All Ages (2016) 



End of Life Care:  

Health Needs Assessment and  

Equity of Access Scoping Project 

 

 

 
 

Macmillan Project funded by 
Macmillan Cancer Support 



• To support developments in Cancer and 

EOLC in Sheffield 

• 18 months funding 

• 1 session a week 

• Access to additional free training  

 

MacMillan GP 



One Chance to Get it Right 
5 Priorities when someone is in last days/hours 

of life 

 



• An integrated, whole population approach to personalised care 

• Creating partnerships with  people  to better manage their health 
and wellbeing 

• An overall ACP (Accountable Care Partnership) priority, supporting Sheffield 
in becoming a Person Centred City 

• Person Centred City: “putting the person at the heart of every 
decision and empowering them to be genuine partners in pursuing 
what matters to them” 

• Principles of Person Centred Care embedded in to EOLC 
conversations and care planning 

 

For more information, contact eileen.hall3@nhs.net 

What Matters to Me: Person Centred 
Approach 



St Luke’s Sheffield Project ECHO Team  

2nd October 2018 

 

 

Project ECHO 



Project ECHO 
 

Project ECHO creates a community of practice that supports 
service delivery, sharing of knowledge and support from others 
within health and social care settings that may be hard to reach 

For example: 

 

 

 

 

 

 



Global ECHO superhubs and hubs 



ECHO Hubs and Superhubs: United Kingdom 

Trained HUBs 
Farleigh Hospice   CHELMSFORD 
Greenwich & Bexley  Hospice  LONDON 
Heart of Kent Hospice   AYLESFORD 
Hospice Isle of Man   DOUGLAS 
LOROS     LEICESTER 
Mountbatten Isle of Wight  NEWPORT 
Princess Alice Hospice   ESHER 
St Barnabas Hospice   LINCOLN 
St Christopher's Hospice  LONDON 
St Columba's Hospice   EDINBURGH 
St Gemma's Hospice   LEEDS 
St Helena Hospice   COLCHESTER 
St Luke's Hospice Plymouth  PLYMOUTH 
St Margaret's Hospice   TAUNTON 
St Richard's Hospice   WORCESTER 
Strathcarron Hospice   DENNY 
Doncaster and Bassetlaw NHSFT DONCASTER 

Superhubs  
Highland Hospice   INVERNESS 
Hospice UK    LONDON 
Northern Ireland Hospice  BELFAST 
St Luke's    SHEFFIELD 



The Model 



What is ECHO - ‘The Intervention’ 

• Spoke and hub members have initial meeting at which 
establish a curriculum, times, dates, evaluation and 
responsibility for spokes presenting at each meeting 

• Start ECHO meetings 

• 75-120 minutes long 

• 20-30 minutes powerpoint teaching from topic expert 

• 2-3 case presentations and discussions based on template 

• Start and finish on time 

• Facilitated by dedicated facilitator 

• Supported by dedicated  IT person and admin person 

• All sessions filmed and along with additional materials forms 
an online library that grows with the sessions 

 

Safe 
Listening 
Affirming 
Respect 
Support 
All teachers 
All learners 



Copyright © ECHO 
Institute 

Scope:ECHO Hubs and Spokes: State of 
New Mexico 

Addiction/Psychiarty 

Asthma/Pulmonary 

Autism 

Child and Youth Epilepsy clinic 

Childhood Obesity 

Chronic pain and headache 

CHW Care Competency 

Community Addictions Recovery Specialist 

Complex Care Clinic 

Dementia Care clinic 

Diabetes and Cardiovascular Care 

Disease Prevention Program 

Endocrinology TeleECHO 

HCV 

 

HCV-HIS 

Heart Failure 

Hepatitis C - Community 

Hepatitis C - Correctional 

Hepatitis C - IHS 

High Risk Pregnancy 

HIV/AIDS (IHS) 

HIV/AIDS 

Integrated Addiction/Psychiatry 

New Mexico Peer Education Program 

Palliative care 

Paediatric obesity 

Psychiatry 

Rheumatology 

Women’s Health/ Genomics 

 



www.hospiceuk.org 

 

Leveraging resource 2 year contract 



NHS Sheffield CCG 

Committed to working with Accountable Care Partnership 
(ACP) partners in adopting the ECHO methodology to 
develop the ‘community of practice’     

• transform the accessibility and content of education and 
learning activities in Sheffield 

• offer a faster and more comprehensive expansion of 
knowledge and skills than current workforce engagement 
methods 

• realise greater benefits for patients  

• positively support upskilling and retention amongst staff. 

 

 



What would GPs like to see delivered via ECHO? 

• CCG examples 

– Clinical Assessment Support and Education Service 
(CASES) specialities 

– Learning and development 

– Medicines: Medicines optimisation, polypharmacy 

– Virtual ward 

 

• Your thoughts? 

 

 



GP Forum: new members welcome 

• Opportunity for GP’s to  

– discuss with the clinical and management team various aspects of the services 
that are provided at St Luke’s Hospice and in the community 

– looking at how palliative and end of life care is provided in everyday General 
Practice 

– an excellent opportunity to share experiences and shape local services. 

• We usually meet 2- 3 times per year at St Luke’s.   

• The meeting currently starts at 7.00pm (Refreshments from 6.30pm) for around 1 
hour on a Tuesday evening 

   

Dr Nick Hudson 

Upperthorpe Medical Centre 

30 Addy Street 

S6 3FT 

Email:  nickhudson@doctors.org.uk 

 

mailto:nickhudson@doctors.org.uk


Workshops will commence 
at 2.30pm  



 Medicines Management at the 
End of Life 

Joanna Ulley 

SpR Geriatric Medicine and FLP 
Palliative and EOLC 



Quiz 

• What percentage of >85y in England take >5 medications 
per day? 

  
• A treatment for one year reduces the death rate over five 

years from 5% to 1%. What is the number needed to treat?  
 
• What proportion of people will die of frailty/ 

multimorbidity (Gold Standards Framework 2011) ?  
 
• The National Primary Care Snapshot Audit (2010) in 

England demonstrated that _____ % of patients who died 
were included on a GP palliative care register. 
 
 



Quiz 
• Of patients aged >85y in England, around 55% take >5 

medications daily.  

 

• A treatment for one year reduces the death rate over five 
years from 5% to 1%, NNT = 100 ÷ (5-1) = 25 

 

• Proportion of people who will die of frailty/ 
multimorbidity (Gold Standards Framework) is 1/3  

 

• The National Primary Care Snapshot Audit (2010) in 
England demonstrated 25% of patients who died were 
included on a GP palliative care register. 



Any questions? 

Text      07883449960 



Why are you here? 

• Polypharmacy and older people 
– ‘Appropriate' or ‘Problematic’ 

– The law of diminishing returns 

– Frailty - susceptibility to harm, predictor of 
mortality 

– End of life care extends beyond anticipatory 
prescribing for patients  

 Deprescribing is a key and effective intervention, 

where few exist! 



Case 
Lucy is 89, care home resident, recently discharged from a 3 day inpatient spell following a fall, diagnosis: ‘Geriatric fall’. Usually 
walks with ZF + 1, performance status (PS) 3. Prior to her hip fracture last year she lived in a bungalow, PS 2, with support from her 
daughter who did her shopping. She has a tendency to constipation and complains regularly of OA pain. 
 
PMH:  
‘Mild cognitive impairment’ 
CKD 
Hypertension 
Depression 
HFPEF 
OA 
NOF ♯ 1 year ago 
2 hospital admissions in past 6 months, including above (UTI 3 months prior) 
 
Medications: 
Ramipril 5mg OD 
Bendroflumethiazide 2.5mg OD 
Aspirin 75mg OD 
Lansoprazole 30mg OD 
Atorvastatin 40mg ON 
Amitriptyline 20mg ON 
Paracetamol 1g QDS 
Alendronate 70mg OW 
Codeine Phosphate 30-60mg PRN 
Mirtazapine 15mg ON 
 
 
 
 

1. What is her likely prognosis? 
2. What is your approach to Lucy’s 

medications? 
3. Would you consider ‘deprescribing’? 

Why/why not? 



Feedback 

• Prognosis? 
– Tricky, very tricky! 
– ‘Frailty’ trajectory – dealing with uncertainty (ref) 
– 1/3 patients will die within a year of discharge (ref) 

– Tools to identify the approach to the end of life: GSF, Frailty 
scoring and SPICT (ref) 
 

• Approach to medications and deprescribing? 

 Ask…. 
– How do you feel about your medications? 
– What are your personal goals/ expectations when it comes to your 

health? 
– If time were short, what are the things you would most like to 

achieve/ to be able to continue to do before you die? 
 
 
 



 

https://www.spict.org.uk/ 



 



Deprescribing barriers 

• “Swimming against the tide” 
– Of patient expectations 
– Of medical culture 
– Of organisational constraints 

 
• Inherent risks 

– Vulnerability to practice 
– Limited incentive 

 
• Recommendations: 

– Support for safer prescribing built in to current systems 

Reference:  Wallis et al ‘Swimming against the tide: Primary care Physicians views on 
deprescribing in everyday practice’ Annals of Family Medicine July 2017 15(4): 341-346 



Deprescribing “guidelines” 

• Explicit tools: Beers, STOPP/START, NICE, Kings Fund,  

 

• NHS Scotland (NNT)  https://www.therapeutics.scot.nhs.uk/wp-
content/uploads/2018/04/Polypharmacy-Guidance-2018.pdf 

 

• Dynamic process over time 

 

• Aim = discontinue/ reduce treatments that do not align with goals of 
care 

 

• Partner with patients: ask them what their priorities are…Not just 
about reducing numbers 

https://www.therapeutics.scot.nhs.uk/wp-content/uploads/2018/04/Polypharmacy-Guidance-2018.pdf
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• Beneficence/ Non-maleficence 

• No convincing evidence for avoiding negative 
outcomes e.g. falls (No increase in adverse 
events either)  

• Patient experience 

• Personal experience 

• (Financial benefit?) 

 

Deprescribing “evidence” 



Key messages 

Where increasing frailty is seen, death may be closer 
than you think… 

  
 

...so always consider opportunities for deprescribing… 
 
 
 

…as it can be brilliant for both symptom control and 
positive patient experience during last months. 





Any answers…. 

Dr. Sam Fingas 



http://www.intranet.sheffieldccg.nhs.uk/medicines-
prescribing/prescribing-guidelines.htm 

 





Yorkshire and Humber Palliative and 
End of Life Care Groups 



https://www.e-lfh.org.uk/programmes/end-of-
life-care/ 



Syringe driver database 



3 top tips: Heart failure, COPD and 
dementia 

Dr Laura McTague 

Consultant in Palliative Medicine 

Medical Lead Integrated Community Team 

Sr Jo Lenton  

Head of Integrated Community Team 

St Luke’s Hospice 



Outline 

 
• 3 top tips 

– Heart failure 
• Triggers for discussion: GSF 
• Pain 
• Use of sc Furosemide 

– COPD 
• ID Complex COPD: SPICT and others 
• Starting EOLC discussions 
• Managing breathlessness 

– Dementia 
• Communicating uncertainty 
• Common symptoms at the EOL 
• Referral to the SPCT 

 



Community perspective 

 



Relationship between Specialist Palliative Care (SPC) and End 
of Life Care 



9-5/7 days a week: delegating clinician and MDT 
visiting 

MDT 
weekly: 

confirm plan 
and CF RAG 

Delegation and 
Consultation during  
visits: use of holistic 

assessment, PROMs and 
CF during visit 

Board round: whole team 

Discuss Red: IPOS ¾, 
unstable, red flags, new 
patients, plans for next 

day 

Morning Huddle: ITT 
discuss team available, 

assign visits 

ITT Team: Urgent referrals 
and Red ( unstable 

patients) same/next day, 
hands overto Zone when 

stable 

Zone team: Routine 
referrals and 
ongoing care 

AIC: weekly attendance 
upto 8 weeks, 

multiprofessional, clinic 
attendance, outpatients 

as needed 

St Luke’s IPC 
24/7 



St Luke’s Complexity Framework 

• Describes how we case find and case manage complex palliative situations at home 

• Used by all Community team members 

• From each face-to-face assessment, to MDT discussions 

• Use innovative technology to record holistic assessments: on visits, allows delegation 

• Delegation all visits: senior clinician 9-5 available for advice 
 

• Case find: 

– Use PROMs/phase during our specialist holistic assessment 

– Agreed “red flag” complex situations not usually managed by GP/DN alone at home 
 

• Case manage: 

– Immediate face-to-face management plan 

– Agreed when we reassess, discuss and how we facilitate care at home 
 

• High to medium to low complexity (RAG) 
 
 
 



Heart failure: 3 top tips 

• Triggers for discussion: GSF PIG and Stage D/refractory 
HF 

• Pain is common: assess and treat 

• Use of sc Furosemide 



Triggers for discussion: GSF PIG  

• Patient for whom the surprise question is applicable.  

• CHF NYHA Stage 3 or 4 with on-going symptoms despite 
optimal HF therapy – shortness of breath at rest on 
minimal exertion. 

• Repeated admissions with heart failure – 3 admissions in 
6 months or a single admission aged over 75 (50% 1yr 
mortality). 

• Difficult on-going physical or psychological symptoms 
despite optimal tolerated therapy.  

• Additional features include hyponatraemia  



“Management of Heart Failure in Patients Nearing the End of Life—

There is So Much More To Do” 
  

• Stage D Heart Failure: refractory symptoms despite best 
treatment  

• Prognosis less than 6 months 

• High burden of physiological and psychological suffering 

• Common symptoms 

– Pain 

– Shortness of breath 

– Depression and anxiety 

• What is the value of blood tests/monitoring/weights? 



Who has which kind of conversation 

• 52 % of providers hesitated to discuss end-of-life care, due to  
– provider discomfort (11 %) 
– perceived un-readiness on behalf of the patient or family 

(33 %) 
– fear of destroying hope (9 %) 
– lack of time (8 %) 

• 30 % of these providers reported low or very low confidence in 
initiation of the discussions, enrolling in hospice, or providing 
end-of-life care.  

• Opinions differ among providers about whose responsibility it 
is to address end-of-life care in patients with HF, with 66 % of 
cardiology providers citing that the responsibility is that of the 
primary care physician (PCP), while 57 % of PCPs believe the 
converse……. 



Increasing complexity in HF 

• The use of device-based therapies, such as implantable 
cardioverter defibrillators (ICDs) and cardiac 
resynchronization therapy over 50 % of patients with HF 
qualifying for device-based therapy 

• Local guidance from Cardiology and outpatient ( home 
under special arrangements) for deactivation  

• Multi morbidity 



Pain: assess as part of a holistic needs assessment 

• Up to 75 % of patients with advanced HF will experience 
pain 

• Oral opioids for moderate to severe pain 

• If renal impairment: 

– Oxycodone CKD 3-4 ( start to increase dose intervals) 

– Buprenorphine: patch and sl 

– Fentanyl: patch , sc and sl  

– Methadone ( QTc) 

 



Sc Furosemide 

• Refractory heart failure 

– Patients choosing not to be readmitted 

– Not wanting/tolerating iv Furosemide 

– Frail/burden of admission 

• Oral bioavailability is variable (49-72%) 

• Decompensation in HF symptoms is unpredictable 

• Oral doses=sc doses 

• Maximum limited only by volume in syringe driver ( can 
have 2 running in parallel 

• Need upto 3-5 days before dose changes 

 



Subcutaneous furosemide in the community and hospice management 
of end-stage heart failure? 
 
• 32 advanced CHF patients, aims: 

– correct fluid balance and prevent hospital admission 

– aiming to prevent symptoms in the dying 

• 26/28 (93%) avoided hospital admission 

• Weight loss occurred in 20/28 (70%) (5kg) 

• The daily dose of furosemide ranged from 40 to 250 mg 

• Median number of days on CSCI-F was 10.5 

• Site reactions occurred in 10/43 (23%) 

– all of which were mild except two 

– one of which required oral antibiotics 

• Symptoms were controlled in all 15 dying patients  



Any questions? 



COPD 

• Identifying complex COPD patients 

• Starting EOLC discussions 

• Managing breathlessness 

 

 



A story: it’s always complicated 

• Referred with COPD, history of substance misuse, poor social 
circumstances 
– attended “unwell” 
– no clear ceiling of treatment 
– variable understanding 
– no advance care planning 

• Collaborative working with GP, Respiratory Consultant, 
Community Matron, district nurses 
– Started O2 
– Established ceilings of treatment( Respiratory Consultant) 

and real choices 
• Started to deteriorate, recognised by the team at home 
• Seen urgently at home, admitted for symptom control/EOLC 



 Clinical barriers to providing integrated palliative care 
in COPD: 
• Patients  

– may not realize that COPD is incurable and fatal 

– tend to be poorly informed about the long-term prognosis of COPD and what to 
expect toward the end of life 

– this lack of understanding impairs quality of life as the disease progresses. 

• Physicians 

– some do not consider early COPD to be a fatal disease 

– Prognostication: have difficulty identifying the beginning of “the end of life”  

• COPD 

– Course is “unpredictable”  

– “Curative-restorative” guidelines based model 

– Who is responsible? 

• home care, primary care, specialty care, or even critical care. 



Proactive palliative care 
 
• Early identification of severe COPD requiring palliative 

care and advance care planning (SPICT, ProPal-COPD, 
CODEX) 

• Assessment of symptoms in patients with COPD using 
PROMs ( patient related outcome measures) 

• Anticipatory care plans and ceilings of treatment 

• Integrated palliative care (early!!) 



Prognostication? 

• SPICT: use to identify people with  
– one or more advanced, progressive, incurable conditions 

– or at risk of dying of a sudden, acute deterioration for 
assessment and care planning. 

• Pro-PAL COPD: predicts mortality in LYOL 
–  the surprise question, Medical Research Council dyspnea 

questionnaire (MRC dyspnea), Clinical COPD Questionnaire 
(CCQ), FEV1% of predicted value, body mass index, previous 
hospitalizations for AECOPD and specific comorbidities 

• CODEX: short to medium term prognosis after hospital 
discharge 
– comorbidity, age, obstruction, dyspnea, and previous severe 

exacerbations index. 



 
SPICT: 1. Look for two or more general clinical indicators of 

deteriorating health  
 

 

 

 

• Performance status poor (needs help with personal care, in bed or chair for 50% or 
more of the day). 

• Two or more unplanned hospital admissions in the past 6 months. 

• Weight loss (5 - 10%) over the past 3 - 6 months and/or body mass index < 20. 

• Persistent, troublesome symptoms despite optimal treatment of underlying 
condition(s). 

• A new event or diagnosis that is likely to reduce life expectancy to less than a year.  

• Lives in a nursing care home or NHS continuing care unit, or needs care at home. 



 
 SPICT 2. Now look for clinical indicators of 
advanced conditions  

 

 

 

•  Advanced respiratory disease 

• Severe chronic obstructive pulmonary disease (FEV1<30%) or severe 
pulmonary fibrosis 

•  Breathless at rest or on minimal exertion between exacerbations. 

• Meets criteria for long term oxygen therapy (PaO2 < 7.3 kPa). 

• Has needed ventilation for respiratory failure. 



SPICT:3.Ask 

 

 

• Would it be a surprise if this patient died in the next 6-12 
months?  



4.Assess and Plan  

 

 

 

 
 
• Assess the patient & family for unmet needs 

 
• Review treatment / care plan and medication. 

 
• Discuss and agree care goals with the patient & family. 

 
• Consider specialist palliative care referral if symptoms are complex or 

poorly controlled. 
 

• GP register to coordinate care in the community. 
 

• Handover:  
• care plan 
• agreed levels of intervention 
• CPR status 



Symptoms at the end of life 

• https://www.blf.org.uk/support-for-you/end-of-
life/physical-signs 

• feeling more severely out of breath 

• reducing lung function making breathing harder 

• having frequent flare-ups 

• finding it difficult to maintain a healthy body 
weight 

• feeling more anxious and depressed 

• troublesome cough, poor appetite, chest 
pain and disturbed sleep patterns. 

 

 

https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs
https://www.blf.org.uk/support-for-you/end-of-life/physical-signs


Opioids in COPD 

• Review and meta-analysis of double-blind RCTs of opioids 
in refractory breathlessness in people with COPD 

• Main findings: 

– Low dose opioids reduced breathlessness in COPD 

– Strongest evidence for systemic therapy 

– No effects on exercise capacity 

– No serious adverse effects reported in any study (no 
reports of hospitalisations, respiratory depression, or 
CO2 retention) 

Ekström M et al 201510 

https://www.ncbi.nlm.nih.gov/pubmed/?term=Ekstr%C3%B6m M[Author]&cauthor=true&cauthor_uid=25803110
https://www.ncbi.nlm.nih.gov/pubmed/?term=Ekstr%C3%B6m M[Author]&cauthor=true&cauthor_uid=25803110
https://www.ncbi.nlm.nih.gov/pubmed/?term=Ekstr%C3%B6m M[Author]&cauthor=true&cauthor_uid=25803110


How do opioids work? 

• Via their μ-opioid receptor activity 

• Central effect – modulation of breathlessness 

• Peripheral effect – bind to opioid receptors within 
bronchioles and alveolar walls 

• Decrease higher cortical awareness of dyspnoea 
and response to hypoxia and hypercapnia 

 

Opioids for the palliation of refractory breathlessness in adults with advanced disease and terminal illness. Cochrane 2016 



What dose do we use? 

• Study aimed to determine the minimum effective dose of 
SR morphine 

• 10–30mg SR morphine titrated for one week then long 
term on the dose of clinical benefit 

• 62% patients had at least a 10% improvement in 
baseline breathlessness 

• Of those who improved: 

– Just over 50% improved with 10mg/day 

– Over 90% by 20mg/day 

• Safe in <30mg/day, can use more, seek specialist advice 

Slide taken from Oxford Advanced Course                                                                                                                           
Currow et al 201111    



Benzodiazepines Cochrane 2016 

• Despite frequent use the evidence for efficacy is unclear 

• No evidence for or against benzodiazepines for the relief 
of breathlessness in people with advanced cancer and 
COPD 

• More drowsiness compared to placebo, but less compared 
to morphine 

• May be considered as a 2nd or 3rd line treatment, when 
other measures have failed 

• BUT may be used for other symptoms…. 

Benzodiazepines for the relief of breathlessness in advanced malignant and non-malignant diseases in adults. Cochrane 2016 



Safety of benzodiazepines and opioids  
 

• Population based longitudinal consecutive cohort study 
• Patients with COPD, dependent on oxygen 
• Benzodiazepines and opioids not associated with increased 

admission 
• Benzodiazepines were associated with increased mortality, with a 

dose response trend 
• Opioids also had a dose response relation with mortality – not if 

≤30 mg oral morphine equivalent/day 
• Concurrent benzodiazepines and opioids in lower doses were not 

associated with increased mortality 
• Associations not modified by being naive to the drugs or by 

hypercapnia 

Ekström et al 201412 

https://www.ncbi.nlm.nih.gov/pubmed/?term=Ekstr&#x000f6;m MP[Author]&cauthor=true&cauthor_uid=24482539


COPD and EOLC 

• Proactive palliative care: 

• Early identification of severe COPD requiring palliative care and 
advance care planning (SPICT, ProPal-COPD, CODEX))  

• Advance care planning: 

• Developing and implementing anticipatory care plans both inpatient, 
outpatient settings and the community  

• Integrated palliative care: 

• MDT working devoted to complex advanced lung disease and 
optimizing palliative care 

• Support for development, education and sharing of 
knowledge: 

• ECHO for severe COPD 

 



Any questions? 



Dementia 

• Communicating uncertainty (!) 

• Common symptoms at the EOL 

• Referral to SPCT ( Nursing Home and ECHO) 



Communicating uncertainty: dementia 

• Clinicians described the challenge of identifying 
patients who were deteriorating towards death 

• some relying on others to inform them.  

• How patient deterioration and decision-making was 
communicated among the team varied 

• Communication with the patient/family about dying was 
expected but did not always occur, nor was it always 
documented.  

• Some clinicians relied on documentation, such as 
commencement of a dying care pathway to indicate when 
a patient was dying. 



DISDAT tool 

• Identifies distress, rather than pain in people who 
because of cognitive impairment or physical illness have 
severely limited communication 

• Documents signs and behaviours when a person was 
content and when they are distressed 

• Helps to put the distress into context by providing a 
checklist that suggested possible causes of distress. 

• NOT a scoring tool 

• Used by professional and lay carers 



Disdat tool 

• May, 92 year old lady, at home, carers and family 
providing 24 h care 

• Rectal cancer ( locally advanced) and advanced dementia 

• Restless, can’t sit down for longer than a few minutes 

• Disdat tool  

– started to provide assessments before any more pain 
medications considered 

– Confidence and communication in assessment 

– Balance discussion about good/bad effects of 
medications and what is “usual” behaviour…. 

 



ECHO team 

• Key part of our whole Community St Luke’s team 

• Respond to urgent/routine referrals to the nursing homes 

• Plan, lead and deliver Nursing Home Project ECHO and 
Bluebird Project ECHO 

• Monthly visits:>70/month 

 



Any questions? 
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Resource heart failure 

• https://gps.camdenccg.nhs.uk/pathways/end-of-life-care-
planning-in-heart-failure-1 

• BHF: Difficult Conversations resource booklet ( free to 
download) on website 
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Resources COPD 

 

• Deciding right http://www.cnne.org.uk/end-of-life-care---the-clinical-network/decidingright 

• Gold Standards Framework http://www.goldstandardsframework.org.uk/ 

•   

• Supportive and Palliative Care Indicators Tool  http://www.spict.org.uk/ 

•   

• GMC Treatment and Care towards the end of life http://www.gmc-
uk.org/guidance/ethical_guidance/end_of_life_care.asp  

•   

• RCGP End of life care clinical scenario http://www.rcgp.org.uk/~/media/Files/GP-training-and-exams/Curriculum-
2012/RCGP-Curriculum-3-09-End-Of-Life-Care.ashx 

•   

• NICE End of Life care for Adults http://guidance.nice.org.uk/QS13  

•   

• RCP: Improving end of life care: professional development for physicians: 
http://www.rcplondon.ac.uk/resources/improving-end-life-care-professional-development-physicians 
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Resources dementia 

• http://dementiapathways.ie/_filecache/04a/ddd/98-
painad.pdf 
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Evaluation Time 

Please fill out your 

evaluations and leave on 

your tables for collection 

at the end of this event 

Thank you 


