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Webinar Outline

The session will cover:

e Contextualizing COVID-19 and Intellectual Disability (ID)
e Advance Care Planning for people with ID in the context of COVID-19
* Transfer of people with ID with COVID-19 to the acute hospital: The pros and cons

Palliative care approach for caring with multi-morbidities and COVID-19

Applies to the Republic of Ireland — 3 April 2020
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About Coronavirus (COVID-19)

* Most people will experience mild to moderate respiratory illness, recovering without requiring
special treatment.

* Older adults and people with underlying medical problems (diabetes, cardiovascular disease, chronic
respiratory disease, cancer) are more likely to develop serious illness.

* Protect from infection by washing hands, not touching face and keeping physical distance.

* Virus spreads primarily through droplets of saliva or discharge from the nose, through coughing and
sneezing.

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D




National Intellectual Disability Database (NIDD), 2017

Figure 4. Percentage of people with moderate, severe or profound intellectual
disability (combined), by age group 1974-2017, NIDD 2017
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Source:
https://www.hrb.ie/fileadmin/2._Plugin_related_files/Publications/2018_pubs/Disability/NIDD/NIDD_Annual_Report_2017.pdf
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COVID-19: Are People with ID at Greater Risk?

* Riskis influenced by:

* Age: 70+ years of age (even if you're fit and well)

* Diabetes
* Cardiovascular disease / B o s
,"'I - - )
* Cancer Qv
\ V’

* Immunotherapy

» Severe respiratory conditions

e Multiple chronic conditions (multi-morbidity)

No evidence yet that having an intellectual disability is a risk factor.

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D
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The Intellectual Disability Supplement to

Multi-morbidity in people with Intellectual Disability (ID): st '
The potential impact of COVID-19 s on

First nationally-representative longitudinal study on ageing with an intellectual disability
comparable to the general population

Growing Older with an Intellectual Advancing Years,

Disability in Ireland 2011 Different Challenges:
e ‘ Smla Wave 2 IDS-TILDA

ing of people with an
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High prevalence of multimorbidity in adults with ID: e lntellectont Disailty Supptement o
. o The Irish Longitudinal Study on Ageing
Across the entire adult life course (DSTILOA

Multimorbidity in People with ID by Age
e IDS-TILDA identified multimorbidity for 71% of the older 100

intellectual disability (ID) population in Ireland. 005

* This is higher than rates reported in the general older 80%
population (59%).
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* Mulitmorbidity starts earlier and increases with age: >0
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Contextualizing COVID-19: Multimorbidities .. Dif:ifi;tys:upp.emm

The Irish Longitudinal Study on Ageing
(IDS-TILDA)

Intellectual Disability:
 Multimorbidity is highest among those with more profound levels of intellectual disability

* 30% of people with ID have epilepsy; 9.3% have diabetes (women 11%)

Down syndrome:

* Having 24 chronic conditions is associated with Down syndrome
* Many have pre-existing cardiovascular and respiratory problems
* High Rates of dementia

Respiratory Disease:
* High rates of respiratory diseases in the ID population, particularly:
o Pneumonias, including aspiration pneumonia
o Dysphagia, problems with swallowing (common)
o Even higher risk for people with severe to profound intellectual disabilities

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D




Contextualizing COVID-19: Psychological Health =K

The Intellectual Disability Supplement to
The Irish Longitudinal Study on Ageing
(IDS-TILDA)

Mental health concerns are significant for older people with ID:

Trinity College Dublin, The University of Dublin

52% reported a diagnosis of an emotional or mental health condition

15% of this population have anxiety
The concept of social distancing may be difficult to understand and adhere to
People with ID may not tolerate testing or interventions

Testing does not affect treatment

The potential impact in terms of worry and disruption due to COVID-19
is a particular risk to the emotional, psychological and mental health
well-being of this population.

@ageingwithID #ageingwithID



COVID-19 Risks: The Focus is on Prevention

o Protect yourself and others
1 [ from getting sick
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Should People with ID be Tested for COVID-19?

YES:

The same guidance for testing should be used for people with ID as for everyone else

* The critical issues are whether there are symptoms and/or evidence that the person has been exposed
to COVID-19

* The first step is to notify the person’s GP and follow HSE/DOH guidelines
e Testing and the results are of the utmost urgency because social isolation can be especially challenging

* How many are displaying symptoms? Is a cluster forming?

If the individual displays symptoms and a test is requested by GP, the person
should be isolated and their symptoms monitored, while awaiting testing.

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D
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Contextualizing COVID-19: Managing Isolation P 5. S

The Irish Longitudinal Study on Ageing
(IDS-TILDA)

* Isit possible in the current environment?

Does the person have their own room?

Can this space be therapeutic (e.g. music, art, activities to keep the individual occupied)?
Is there a place for the person to wander or pace while in isolation?

Is there an enclosed garden or other facility that will be calming?

Is there another space within the same service environment better suited for isolation?

* Are attempts at managing isolation putting others at risk?

Are restrictions justified?

What are the least restrictive measures available to you?

Is medication required to manage distress/behaviour that challenge ?
Would the individual benefit from being moved to a different facility?

Webinar: Managing Isolating During COVID-19 Crisis: Practical Approaches — 9 April @ 10-11am

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D



Diagnosed with COVID-19:
An Ethical Framework for Decision-Making

e “Legitimate restrictions on an individual’s freedom can be
justified in cases where exercising that freedom places
other people at significant risk.

["'f An Roinn Sliinte
W | D

Ethical Framework for Decision-
Making in a Pandemic

* In enacting any measure where personal freedom is

limited, the least restrictive effective measure should be
adopted’

Trinity College Dublin, The University of Dublin
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COVID-19: Advance Care Planning — Why, When & How

Why:

* COVID-19 Crisis

e Carein keeping with person’s wishes (where possible)

* Make clear the pathway of care and pros/cons including transfer to the acute hospital
* Guide healthcare team and family when making decisions on patient’s behalf

When:

* Prepare, prepare prepare: know who is at most risk
* Create Advance Care Plans for those most at risk = NOW!
* Provide a sensible approach for those most at risk

 Know your population

Webinar: Advance Care Planning & Anticipatory Prescribing During a Crisis — 7 April @ 11am -12pm

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D



COVID-19: Advance Care Planning — How

 Use simple language and easy read materials
 Well documented: who, what discussed, the decisions, signed, dated

Future Care Road Map Planning Tool

e Use accessible materials ::y I;u:‘ureCare by Fyturs Cary
oad Map oad Map
* Time iS nOt On Our Side Accessible Planning Tool Planning Tool

Guidance Document

* Get Advance Care Plans in place NOW

™
[ )

\

A

My Future Care Road > How to use My Future >
Map Care Road Map

https://www.tcd.ie/tcaid/courses/knowledge.php

Webinar: Advance Care Planning & Anticipatory Prescribing During a Crisis — 7 April @ 11am -12pm

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D
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COVID-19: Hospitalisation — The Pros and Cons
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Diagnosed with COVID-19: Identifying the Best Care Pathway

 Remember, most people will have mild symptoms and/or recover from COVID-19
A small percentage of people with COVID-19 will die and unfortunately this may include people with ID

When people with ID have multiple health concerns, particularly with pre-existing, heart disease, diabetes
respiratory problems, they are likely to have poorer outcomes from transfer to the acute hospital setting

* More likely benefit from and have better outcomes if they are cared for in a familiar environment by familiar
staff and we need to support and upskill staff to support their care

Admission to the acute hospital is not the first line of defense,
it is the last line of defense.

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D




COVID-19: Hospitalisation

* There is no current specific treatment

* Does the individual require aggressive supportive care (ventilation/ICU) — burdensome, high mortality?

« Staff or family members will not be able to accompany the person — how will the person manage / cope?
* Will the last days in hospital isolation provide added stress to the individual and staff/family caregivers?

* Can the individual be properly cared for outside the acute setting?

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D



Diagnosed with COVID-19: Identifying the Best Care Pathway

e Others who become acutely unwell and prior to COVID-19 were deemed fit and well, may benefit from
transfer to the acute hospital system and this care pathway must also be considered, and each person
assessed on a case-by-case basis

* Regardless of having ID or not, people must be assessed as to whether critical care is needed

* The care pathway should be on the basis of multi-morbidity and the benefits and burdens of this intervention
and understood in the context of pre-existing intellectual impairment

Multi-principled approach, including the patient’s pre-morbid health status,
their will and preferences (if known), the presence of co-morbidities, and
overall health and general frailty.

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D



COVID-19: What is the Best Environment for Care?

Main reasons why people might be transferred to hospital?

1. They would benefit from hospital care, prior to COVID-19 were fit and well, with no major health issues.
The window is short - Decline happens very quickly, so people who would benefit should be moved
early

2. They cannot be cared for where they are, do not have the staffing, skills and appropriate environment.
Be honest and realistic about what you can and cannot do.

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D




COVID-19: Providing Care Locally
Skill Staff to Recognise Symptoms

e Altered Physical and Respiratory Status:
o New or worsened cough B osary ook ok

| B (o)t st st e
o New or worsening shortness of breath il
O N eW O r i n C rea Sed S p u t u m NOTIFIABLE DISEASES  PUBLICATIONS  EPHINSIGHT  TOPICSA-Z | COVID-19 (NOVEL CORONAVIRUS) Q
o Alert for other new symptoms: clouding of urine, ©  COVID9 Information
d ia rrhoea’ G IT Sym ptoms _ HOME [ A-Z [ RESPIRATORY [/ CORCMNAVIRUS / NOVELCORONAVIRUS [ GUIDANCE / INFECTION PREVENTION
o Changes in body temperature** pes Geersig |
Health and Social C: PPE
Workers > ) ) . .
¢ Alte red M e nta I Statu S: People on dialysis b tchi”riz;z;?mmenr:tec:?zLspecftedtgr confir;i,d COVllls-ﬂEt} e
o New signs or symptoms of increased confusion/delirium Y e
O Dec I"e a Se d I eve I Of CO n SC | O u S n ess e Preliminary Guidance on Facial Hair and Respiratory Protection in the
Sampiing 4 Healthcare Setting in the context of COVID-19 and other pathogens transmitted
o Inability to perform usual activities (due to mental veorsaucestorlee > by e same roe

status change) Review COVID-19 PPE guidelines as

© New orworsening agitation o per current HPSC recommendations
o New or worsening delusions or hallucinations
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COVID-19: Providing Care Locally

* Isolate the person, use PPE as recommended

* Assign staff to the isolation area

*  Monitor vital signs and record

 Use escalation protocol AND clinical judgement

*  Monitor Intake & Output as appropriate/per local policy

* Evaluate symptoms as appropriate for improvement or deterioration
 Refer to the individual’s Advance Care Plan and anticipatory guidance
Ensure supportive care for hypoxia, pain, fever or other symptoms

e Stay in regular contact with the person’s family, advocate and caregivers
* Istele-medicine an option for your service?

 Establish a relationship with your local hospital, don’t wait to have a case

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D



COVID-19 Risks: Assessment & Testing Pathway (HSE)

’f’

COVID-19 Assessment and testing pathway for symptomatic resident in Residential facilities {h
(RF) and Long Term Care Facilities (LTCF)

7

A patient with acute respiratory iliness (fever and at least one sign/symptom of respiratory disease, e.g., cough, shortness of breath);

OR

A patient with any acute respiratory illness AND having been in contact with a confirmed or probable COVID-19 case in the last 14 days prior to symptom onset;

1 Clinical judgement should be employed when assessing these criteria.
1 Clinicians should be alert to the possibility of atypical presentations in older patients and those who are immunocompromised, for example low temperature rather than fever.

: A higher index of suspicion is needed if there is a COVID-1% positive case or contact in the RCF/LTCF.
1

Criteria not met:
Resident has some
symptoms of respiratory
tract infection but doesn"t
meet the above criteria

{

Isolate the resident in his/her room. Resident’s GP or Medical Director to perform risk assessment

v

SRR

l Meets criteria

Check if there are any other residents with COVID-19 symptoms (i.e. outbreak) in the RF/LTCF

Mo other cases

Yes other suspected cases

v

Unless assessment at
hospital is indicated, the
resident should remain
izolated from other residents
within the facility for a
minimum of 14 days from
symptom onset, the last 5 of
which they should be
without fever.

Please refer to information

leaflets on patient self-isolation.

Trinity College Dublin, The University of Dublin

Arrange COVID-19 testng:

AL If resident can attend a community testing site, they should be
referred by a GP via Healthlink, as per Telephone assessment and

§ i - ! I P -

other than receiving hospitals

B. If resident is unable to attend a community testng site, testing
should be managed according to National Ambulance Service
document on: COVID-19 Testing in Residential Settings

Unless assessment at hospital is indicated, isolate the resident, pending

results:

L] If positive, advise resident to self isclate for a minimum of 14 days
from the onset of symptoms, the last 5 days of which should be
without fever.

. If not detected: Advise resident to self isolate until 48 hours after
resolution of symptoms._

Adopt Infection Prevention and Control precautions as per Preliminary

COVID-13 IPC Guidance including Owtbreak Control in Residential Care
Facdilities and Similar Units.

Testing should be managed through MAS according to the
MNAS document on COVID-19 Testing in Residential Settings.

- If multiple residents / potential cluster are identified
within a unit, this should be identified within the
referring email to MAS

- Motify Public Health of outbreaks within unit as per
Preliminary COVID-19 IPC Guidance including Outbreak
Control in Residential Care Facilities and Similar Units

- Following confirmation of a COVID-19 positive diagnosis
within the unit, it is assumed that all residents
presenting with symptoms are COVID-19 positive.
Multiple re-referrals to MAS for potential COVID cases
should be avoided

Version 1.0 Publicstion date: 27/03,2020
Reviewed and approved by COVID-19 Expert Advisory Group: 277032020
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COVID-19: Providing Care Locally

Use the PINCH ME Tool:

P: PAIN

INFECTION

NUTRITION ORAL CARE
CONSTIPATION COMMUNICATION SKIN CARE
HYDRATION

MEDICATION

ENVIRONNENT

m<< T 0 2
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COVID-19: Providing Care Locally

* Have a plan and be proactive

* Engage with GPs (who are likely swamped)

* |In groups homes and non-nursing settings, how will this be managed?

* Do you have the nursing support to provide palliative care? RNIDs

* Will you require nursing supports for symptom management (Sub-cuts / syringe drivers, etc.)

Are you linked to acute hospital and palliative care

Webinar: Advance Care Planning & Anticipatory Prescribing During a Crisis — 7 April @ 11am -12pm

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D



Advance Care Planning & Anticipatory Prescribing

* [Individualised assessment always

 HSE GUIDANCE

* Last days of life: key symptoms and medications:
* Dyspnoea/ breathlessness, cough common COVID 19 opioid (morphine sulphate), midazolam
* Anxiety / agitated delirium: midazolam, levomepromazine / haloperidol
* Pain: opioid (morphine sulphate)
* Anti-secretory: hyoscine butylbromide (Buscopan) or glycopyrronium
* Nausea / vomiting: levomepromazine / haloperidol

* Standard operation procedures need to be developed

» Safe custody requirements? Storage? Register books?

* Do you have the facilities required?

* Liaise with providers, who may have different ordering processes, limits, etc.

Webinar: Caring for the Person who is Dying - Upcoming

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D



COVID-19: Difficult Time Caring for Peers, Staff and Families

* Be honest and open communications - What can you deliver and what can’t you deliver?
* Do your own risk assessment and liaise with HIQA — This is a Public Health issue

* Thisis a difficult time for long standing relationships with staff, family and peers
 There may be multiple bereavements of residents and grief amongst staff and peers

Webinar: Addressing Grief and Bereavement - Upcoming
Trinity College Dublin, The University of Dublin @age| ngW'th I D #agEI ngW'th I D




COVID-19: Key Take-Home Messages

* Adhere to the HSE and DOH Guidelines

* Remember, most people will get a mild illness and will recover

* Advance Care Planning is more important than ever before: Plan, Plan, Plan

* Know your population and understand the best pathways to care: Prepare, Prepare, Prepare

* Hospitalisation: Understand the benefits and burdens — through honest reflection

* Look at developing an isolation zone within your service/organization

* You can provide individualised and good care in the person’s home setting with the right supports
* Be realistic and honest about level of care you can and cannot support — Risk assessment

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D



For More Information: Upcoming Webinars

Webinar: Advance Care Planning & Anticipatory Prescribing During a Crisis — 7 April @ 11am -12pm
Webinar: Managing Isolating During COVID-19 Crisis: Practical Approaches — 9 April @ 10-11am

Webinar: Caring for the Person who is Dying - Upcoming

Webinar: Addressing Grief and Bereavement - Upcoming %

AlIHPC

All Ireland Institute of
Hospice and Palliative Care

Weekly Webinar Series

Trinity College Dublin, The University of Dublin @ageingwithl D #ageingwithl D



Certificate of Attendance

Services have been requesting a Certificate of Attendance.

If your organisation requires a certificate, please email:

Gavin Dann, Trinity Centre for Ageing and Intellectual Disability
danng@tcd.ie
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. Your Title

*  The Organisation

¥ Avj) Trinity -
;2. §3 College wK

Tallaght Ospidéal _‘J

ooy University Ollscoile Il)hl%l}}hl:l‘x of Charity
A~ . v = isability Support Services
AI I H PC Em&m Dublln The Intellectual Disability Supplement to H 05 p]ta l Th am h I'a C hta
All Ireland Institute of The Irish Longitudinal Study on Ageing
Hospice and Palliative Care The University of Dublin (IDS-TILDA)

An Academic Partner of Trinity College Dublin

Trinity College Dublin, The University of Dublin

@ageingwithID #ageingwithID


mailto:danng@tcd.ie

For More Information: Stay Connected
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Resources

Trinity Centre for Ageing and Intellectual Disability: COVID Resources:
https://www.tcd.ie/tcaid/about/covid19.php

Advance Care Planning: https://www.tcd.ie/tcaid/accessibleinformation

The Palliative Hub: http://www.thepalliativehub.com/
HSE Toolbox Talks: End of life care, CPR and DNAR decisions

European Association of Palliative Care: www.eapcnet.eu

Communication around COVID-19: https://www.vitaltalk.org/guides/covid-19-communication-skills/

Coping with stress during COVID-19: https://learn.nes.nhs.scot/741/quality-improvement-zone

Easy Read Materials: https://www.tcd.ie/tcaid/about/covid19.php

IASSIDD website https://www.iassidd.org/covid-19-resources/

Trinity College Dublin, The University of Dublin
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