TRYING TO TRANSFORM CARE THROUGH
RUNNING AN ELECTRONIC PALLIATIVE
CARE COORDINATION SYSTEM (EPACCS)



Challenge Carbon Steel Digging Spade




*Delivering coordination systems in complex supplier system contexts

*The importance of the community setting: exploring how EPaCCS
should be centred away from acute care environments

*Highlighting the benefit of early flagging systems to alert users to the
presence of new data

*Patient Information Input: Allowing patients to support the EPaCCS
through websites or apps



The long read

Letting go: my battle to
help my parents die a
g00d death

https: / /email.rcplondon.ac.uk / 1V
12-7CECC-DMKIYG-4F6UOC-

1/c.aspx

My parents were determined to avoid heroic
medical interventions in their dying days,
even before the pandemic. Why wasn't
anybody listening?

by Kate Clanchy



https://email.rcplondon.ac.uk/1V12-7CECC-DMKIYG-4F6U0C-1/c.aspx

Delivering coordination systems in complex supplier system contexts

Will depend upon the size of your ePaCCS

Across Hampshire Portsmouth and Southampton — near 2million population
* 3 acute trusts all with MULTIPLE different clinical systems
* GPs in Hampshire all of EMISweb
* GPs in Portsmouth all on SystmONE
* GPs in Southampton 50/50 EMIS and S1
* 2 community Trusts
* SHFT Hampshire RiO
* Solent Portsmouth and Southampton SystmONE
* 3 councils Hampshire, Southampton and Portsmouth
* Also
* Summary Care Record — all of England
* CHIE (previously known as the Hampshire Health Record)

Which means this is a bit trickier than dealing with 1 (old world) CCG



POLITICAL FACTORS

® Does anyone have q;

®* bank account?

®* Tax account?

Pension pot/life insurance /mortgage?

Tesco/Coop /Sainsbury’s card?

Amazon/Google /Apple account?

If so, and you rang the helpdesk or went into an office run by that service /company, would

you expect them to be able to access your account to help engage with you?



POLITICAL FACTORS

So in the meantime we are left to;

® Setup Local Care Records (CHIE)

® Develop sharing (Wessex Care Record Project)

®* Negotiate with companies. Some of whom say they will only follow

national guidance

®* Manage cyber security locally



SO..... PREVIOUSLY

Experience from Hampshire. . .

® Big data store — Hampshire Health Record (Graphnet) now CHIE
®* Coded GP data dumped each night from both EMIS and S1
® PDFs — OPD letters, discharge letters — stored and visible

® Blood and imaging results uploaded and visible

However, post the 2012 CCG dictat . ..

® Separate ePaCCS. No PDS or other system links. Username & password.
Failed, as;
® Clinicians don’t have time to do stuff twice

®* No big network push hence no carrots and sticks

® £240k wasted for a tick box



SO..... CURRENTLY

As no more money . ..

1) ePaCCS template in GP systems.
* Coded (READ2, CTV3 *& now SNoMeD CT) using SCCI 1580 & SCR codes

2) Same template in Solent Community Trust using S1

3) Matching but none coded template in RiO
® But until now no way to get this info to CHIE or SCR

4) Acute Trusts

® Developing Treatment Escalation Plans. Paper or electronic, but only visible in house. Though a
ReSPECT PDF is visible in CHIE from one Acute Trust area.

5) Nursing Homes

® Project to access CHIE ongoing
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\o ANTICIPATORY MEDS

(Modified Release) MR OPIOIDS

End of Life Pain Control

Patient CURRENT ORAL Opioids

Opioid Naive OR
Buprenorphine patch Smicrogit
Cortinue patch & replace as usu:

Co-dydramol or Co-codamol 30/500 => Btabsiday
Weak Opioids Tramadol greater or equal to (=>) 200mgiday
Buprenorphine patch == 10microghr
(Cortinue paich & replace s usual)

STRONG OPIOIDS

Morpiine IR 10ms S lquid or Seuradil Tablets

ral s 42 q

Immediate Release Oxyesdons IR (2. Oxynarm) Sma/Smi liquid ar eapsules (3. Shartec)
( BEWARE - Concentrated Liquid Marphine & Oxpcodone)

Unless a really clear pian is alreadly in plac
Sublingual/Buccal PRNs please discuss with your local
Paliative Care or Chronic Pain Team

" Anticipatory Meds Subcut Drug Dose Worksheet 2

End of Life Mx of Breathlessness introduction | PAIN | N&v | Breathlessness | Secretions | Agitation | Colic & Obstruction | cOVID-1
Morphine MR Capsules (2.g. MST, MXL, Zomarph) 2 Non Pharmacological
Oral Modified Release Oxycodone MR Tablets (£.g. Longtec, Oxycontin) L Optimise positioning, usually more upright rather than laying flat. “ o o <
( BEWARE - 12 hourly and 24hourly preparations) Use offan, or inereased afiow by opening windows, can IMprove the sensation ofbreathlessness. A co End of Life Management of Agitation, Delirium & Anxiety
o
Establish patient is dying, rather than this being a reversible cause of hyperactive delirium:
Opioids
T 0SS D By Can b el o breatnessness t st oron il axaton (o s G et mprovs braiessns et e preTIon e litax (T s crory ML iz etarior tione \f par consitiery
vS youto w = apprcpriate ular delivery of opioid (via syringe driver) is thoughtto be superiorto prn use Medicailon Sici eifacis (aplol badeity, artkholberglcs, Bemodiazepines)
drug and dose for a given patch strength
oplold Naive Brain tumour/ metastases - missed steroids, raised ICP or subclinical constant seizures
e Driver CSCI morphine 5.1 one if morphine sensitive or impaired renal function) New Fluid and electrolyte disturbances (dehydration, hypercalcaemia, hyponatraemia)
Metabolic disorders (nyperthyroidism, hyperglycaemia
Information Print s = ow Incomplete & ORIers (RYpETinT WperDiytacnia)
Established Opioids
Ifused for another reason e.g. pain; dose increase may be beneficial for breathlessness
-

; do u cussion with palliative cars tsam)
Ifalready using a fentanyl patch, continue the patch and add additional via syringe driver

- Where possible, aim to reverse any potential causes of agitation, delirium or anxiety.
have long term oral sedatives been replaced? - e.g. anti-psychotics, BDZs, anti-epileptics? Consid ing advice
Associated anxiety or panic with severe refractory breathlessness If unable to communicate, consider;

[ e Lo e L o) pain. Ongoing but poorly contralled due to reduced oral meds. New due to pressure areas, stiffness, etc

Ifineffective, discuss with specialist palliative care. Consider use of levomepromazine 2 a full bladder or distress from not being able to get to the toilet - catheter or pads & re-assure.

Eol Dyspnoaa view cannot be Shown when previewing atempiate loaded & uncomfortable bowels - though appears unfair, an enema/suppositaries wil help

Stridor thirst is unusual, having a dry mouth is not. Allow sips if able, et and clean the mouth & tongue.

Suggest discussien with specialist palliaive cai psychological or spiritual distress. A chaplain, imam, relative or friend may be better than a drug.

If associated anisty or panic, treatas ab disturbance. Sometimes families have to be guided to give the patient some space/quiettime.
Consider use of dexamethasone s - -

4 hours - Syringe Driver CSCl midazolam 5-20mg over 24hrs (depending on PRN requirements)
0 azine ng sic PRN

Third - support & education of family members/ carers around non-pharmacological management.

Cautions - oxygen
Carers leafiet for printing.

Only use for patients with hypoxasmia (sats < 32%) who show bene
If sats are normal then this is an expensive "open window”
Inthe last days and hours of life, other pharmacological approaches Fourth - Medication
with opioids or benzodiazzpines may be prferable to oxygen . if eGFR 30 or less. Start with half PRN doses, expect prolonged duration of action & avoid syringe driver,
- Nebulisers JEPOSMEIRS
Saline nebulisers are likely to aggravate cough. Patients in the last
days of their life may not havi gth to perform an effsctive cough or Select link to view suggested me 9

Anticipatory Medications Only for Agitation, Delirium & Anxiety Also select link.
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S0..... WHAT DO WE ACTUALLY STILL NEED

ePaCCS “requirements” are huge.

1. Read only access for Ambulance, 111, OOH services & ED.
® Is an emergency the time to be doing ACP 2 No, but it is a trigger point.

®* Hence, My Wishes leaflet for Paramedics to leave on site.

2. Patient access

® Developing Treatment Escalation Plans. Paper or only visible in house

3. Care Homes & Hospices

®* Need to be able to add to care plans

®* 100 different care plans all currently on paper or in CH e systems

Need to focus on TEP (of which CPR is just one)



The importance of the community setting: exploring how EPaCCS
should be centred away from acute care environments

1. End of Life patients average 4 admissions in their last year of life
These are trigger points, but who recognises them?
* GP or Hospital computer systems?
* A hospital specialist team, if aware of the admissions?
* Community teams — CCT, Care Home, GP, Long term condition Clinical
Specialist

?0% of that year is spent at home
* No matter who initiates the conversation — building the picture and
updating should be ongoing, so increasingly fall to community teams.
* Patient, relatives and friends rarely attend OPD, dialysis, chemo, frailty
assessments together.



Highlighting the benefit of early flagging systems to alert users to the
presence of mew any ePaCCS data

The need for this depends upon your ePaCCS solution.

And who you are.

1. Ambulance Centre Call handler — called about a collapse, should be
looking for a DNACPR. Does a flag add anything if the CPR decision is
already recorded (& accepted) electronically

2. A paramedic on site — should be looking at SCR or LCR for meds and
allergies for every poorly patient.

3. GP —in surgery about to see a patient. Knowing there is new info in
ePaCCS from outside the practice. YES

4. All other involved social and care teams. DITTO

National Care Record Locator Service — may be coming to SCR in the future

o



Patient Information Input: Allowing patients to support the EPaCCS
through websites or apps

Quite simply, YES.

* It already works via paper — My Wishes

* Emergency contact and access details

* Preferences and wishes for care before and after death

 PPD and 2" PPD

* Religious and cultural requirements

* Tissue donation

However;

1. Certain sections, TEPs, need to be checked for clinical reality.

2. We need to ensure it is the patient or their legal representative recording
the information.

oo

Appropriate accurate guidance needs to be available.
4. Patients and families need to have confidence in the security of their data



