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Whistle stop tour

* Palliative Vs Supportive — clearing the confusion

* Enhanced supportive care — a model for cancer care?
* Transition to non malighant disease — Liver disease
 Establishing a supportive care clinic for ILD patients

* Preliminary data for ILD and outcome tool debates



Mind your language!

Definitions in palliative care are scarce... Euphemism and catchphrasing is rife

Euphemism has a Definition

A mild or indirect word or expression substituted for one considered to be too
harsh or blunt when referring to something unpleasant or embarrassing.

Most of the focus in the literature has been regarding the use of euphemism
when talking about death and dying. | think the issue is broader...
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Finding a definition

Palliative Care

No evidence

T — Early disease Advanced Disease Bereavement
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| Death

Adapted from David Hui et al 2014



Blurred borders simplified

Three Questions — What can | do?

What can | do to ensure this
person maintains their
function for as long as

possible, as this will impact
their prognosis and quality of
life

What can | do to ensure this
person understands their life
limiting condition? What is
important for them now and
how can | help to facilitate
that?

What can | do to ensure this

person dies peacefullyin the
place of their choosing?




Enhanced Supportive Care — malignant
disease

e Cancer initiative developed by the team at the Christie.

 Commissioned by NHS England and multiple services funded for 1-2 years around the UK.
* Focus on early intervention by “Supportive Care” teams with careful collection of data.

* No set demands for team members or the way the service should be structured

* Outcomes demonstrated improved mean IPOS scores across all tumour groups and a reduction in
secondary care usage — giving cost savings.

* Other papers have demonstrated reductions in length of stay and number of admissions.
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ESC/ Supportive care in — Non malignant
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Evidence in summary

» Supportive/ early palliative care has been identified as beneficial in
multiple conditions. Robust evidence is hard to collect but it is increasing.

e Evidence of improved in survival in some instances.
* Better symptom control — as evidenced using outcome measures
* Reduced intervention and hospital admission at end of life

* Healthcare cost savings



Setting up a Supportive ILD service

* Though the model for supportive care works on the idea of an MDT —
sometimes you have to work with what you have!

* Clinic commenced as an addition to existing workload with a view to
demonstrate Ql.

* Used a trial and review model of service development.

 Utilised services already in existence to support patients once needs
identified.



Where we are currently...

Monthly Complex ILD meeting

Monthly MDT clinic (currently Medical, Nursing and ESC OT present)

ESC ILD flag added to patient file

Routine follow up with Respiratory Follow up with supportive care +/-
team community palliative care

ESC outpatient follow up — symptom control, advance care planning
Occupational Therapy home visit.
Financial assistance and signposting.
! ) Low level psychological support, signposting for talking therapies.
again at any point Referral to PT from local hospice.
Referral to local hospice community team.
Referral to community dietetics

Standard care — can access ESC
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Rapid identification of admission and
transition points

* All patients have monitoring flags added to their hospital records

* Flags are searched daily — identifying anyone admitted who is known
to the service.

* This allows for early review and improved continuity for patients

* Evidence from malignant disease groups demonstrates reduction of
admission LOS average duration by 40%



Outcome measures

* Measuring success in supportive and palliative care is difficult.
 What is the definition of a success? What is a positive outcome?

* Multiple measures have been proposed to try and capture the ‘value’
of supportive care

e download.ashx (st-margarets-hospice.org.uk)

e MYMOP® - Meaningful Measures - The home of MYCaW® and MYMOP®



https://www.st-margarets-hospice.org.uk/handlers/download.ashx?d=6031
https://www.meaningfulmeasures.co.uk/mymop

Data we collect currently

Symptoms MyMOP Exeter clinic used IPOS
TEP Team documentation

Unplanned hospital admissions —last ~ Via Bl team

year of life

Length of hospital admission - last year Via Bl team

of life

PPOC/ PPOD Team documentation

Place of death Notes



Symptom burden

Inefficient breathing Thoughts about dying
Increased work of Misconceptions
breathing Attention to the sensation

Memories, past experiences

* Breathlessness
* Cough
* Anxiety

° Increased respiratory rate
Sp Utu m Use of accessory muscles Breathlessness

Breathing Thinking

Dynamic hyperinflation

 Depression | W Fecingsol pan

* Fatigue

* Diarrhoea

* Appetite Functioning

* Running nose e s gl o R
.

Pa i n ‘ More help from others



Early impact of the ILD service

* Symptom burden reduced on average by 1.3 points on self scoring
* Improvements in activity of 0.6 points on self scoring

* General wellbeing scores improved by 0.75 points on self scoring



Conclusion

» Palliative and supportive care can be difficult to define, with the former being misunderstood by patients
and other clinicians. The focus is on ensuring the patient lives as well as they can.

* There is a known and documented supportive care need for patients with ILD.

* Supportive care has been utilised successfully for both malignant and non malignant disease.

e Outcome measurements are difficult but not impossible to gather.

* Blurring boundaries between community and hospital services leads to greater continuity for patients

* Early evidence demonstrates an impact on Patient's symptom burden with our current intervention. Data on
admissions and advance care planning will follow. There is no reason to think they will not mirror the liver
and malignant disease work.
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