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Appendix 1: Current Relevant Guidance

General Guidance for COVID-19 in Social Care Group Homes and Residential Care Services — Disabilities

There is a guidance document available in relation to delivering ongoing care in residential settings where
the main model of care delivery is non-medical, during the current COVID-19 situation. This guidance notes
that services should implement isolation precautions when someone in the home displays symptoms of
COVID-19 in the same way that they would operate if an individual had influenza. The guidance notes that if
a dedicated isolation facility is required and not available in the home or across the organisation, the matter
should be escalated to the local Disability Manager for follow up in line with HSE Operational Pathways of
Care for the assessment and management of patients with Covid-19.

This can be accessed at the link https://www.hse.ie/eng/services/news/newsfeatures/covid19-

updates/partner-resources/

Infection Prevention and Control Guidance

All staff are aware and up to date on the Preliminary Coronavirus Disease (COVID-19) Infection Prevention
and Control Guidance include Outbreak Control in Residential Care Facilities (RCF) and Similar Units available
at the following HPSC link

https://www.hpsc.ie/a-

z/respiratory/coronavirus/novelcoronavirus/guidance/infectionpreventionandcontrolguidance/residentialcar
efacilities/RCF%20Guidance%20March%2021%202020%20Final%20noag.pdf

Safe and appropriate use of PPE is essential for all healthcare workers

Please refer to the HPSC website www.hpsc.ie for the most up to date guidance, as this is being updated
regularly. There is specific guidance on PPE use in residential services and community services. On the
disability resources webpage there is specific guidance in relation to PPE use by staff and residents in
disability settings. https://www.hse.ie/eng/services/news/newsfeatures/covid19-updates/partner-

resources/

You are encouraged to complete the HSE-land module on Putting on and Taking off PPE in the Community
Healthcare Setting by logging onto HSE land on the following link
https://www.hseland.ie/dash/Account/Login

It only takes about 10 minutes to complete and there is certification following self assessment

Non-Pharmacological Care in the last hours/days of life

This one page guide is a useful reference for staff working with people and their families at the end of life. It
is available to view in the HSE’s repository of clinical evidence and guidance and is included in Appendix 7
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Enhanced Public Health Measures for COVID-19 Disease Management: Long term Residential Care (LTRC)
and Home support

These measures introduced on 1st April 2020 include residential and home support services for people with
disabilities. The measures aim to support the maintenance of residents in LTRC unless there is clinical or
other advantage and to interrupt and prevent the onward transmission of the disease.

The measures include training in palliative care and end of life for staff in LTRC and the provision by the HSE
of PPE and oxygen to these settings. See Appendix 5 for full list of measures.

Operational Pathways of Care for the assessment and management of patients with Covid-19

Under the HSE Operational Pathways of Care directive, each CHO is required to have in place a plan to
identify the care pathway for all individuals that develop COVID-19. This needs to include all people with
disabilities living in residential services in their area.

The services in each CHO area are different with a mix of voluntary and HSE services, nurse led and/or social
care led, congregated and/or community etc. Senior managers within the service providers will need to liaise
with the Head of Disability Services in their CHO to identify how the care pathway is being implemented in
their area. This should include clarity on the location of intermediary residential facilities, the access criteria
/pathway to these for residents, access to additional care supports including nursing and GP support and
palliative care supports. See Appendix 6 for Overview of the HSE Care Pathway.

HSE COVID Residential Care/Home Support COVID Response Teams CRT Operational Guidance

This guidance was released on 8" April 2020. NPHET (National Public Health Emergency Team) have directed
the requirement to have such teams in place to ensure Residential Care/ Home Support service Covid-19
outbreaks are supported. The full document can be accessed at the following link
https://www.pna.ie/images/Covid%20Response%20Teams%20%200perational%20Guidance%20080420%20

(3).pdf

The guidance states that,

As part of the HSE COVID 19 response, there is a requirement on each of the Area Crisis Management
Teams (ACMT) to establish a number of Residential Care & Home Support Covid-19 Response Teams
(CRT) to address COVID -19 outbreaks in their area. Such outbreaks are determined by Public Health,
and where there are three or more positive cases.

The purpose of these CRTs will be to support the prevention, identification, and management of
COVID 19 outbreaks across residential care facilities and Home Support services. The teams will
provide support across a range of nursing and medical care areas as well as Infection Prevention and
Control. These teams must support all residential care facilities/Approved centres in the catchment
area whether they are public, S38, S39 or private facilities, and across the care groups of Older
People, Disability, & Mental Health. In addition, they will also address identified clusters of concern in
the Home Support services, as determined by Public Health.


https://www.pna.ie/images/Covid%20Response%20Teams%20%20Operational%20Guidance%20080420%20(3).pdf
https://www.pna.ie/images/Covid%20Response%20Teams%20%20Operational%20Guidance%20080420%20(3).pdf

The teams will operate for the timescale of the COVID 19 Public Health emergency. The CHO area will
require multiple teams based at LHO, or county level, depending on the number of centres in the
area. These teams will support facilities to maximise care they provide to residents, relative to their
available levels of expertise, which will vary across care settings. This will bring benefits to
residents/clients for both Covid-19 related & non-Covid-19 related illness during this pandemic. The
governance and management of each centre is the responsibility of each provider, in accordance with
Regulations (HIQA /MHC). The CRT’s role is to support these centres, as far as possible, while ensuring
that the responsibility for the operation of the services and adherence to the regulation must rest
with the Registered Provider.

Ethical Framework for Decision Making in a Pandemic
This document has been drafted by the Government. The document advises,

“this ethical framework includes a number of substantive ethical principles and procedural values
that can be applied to, and employed during, the decision-making process in a pandemic. Ethical
principles apply to the decisions that are made, whereas procedural values relate to the manner in
which those decisions are made.

This high-level framework is intended for policymakers and healthcare planners and providers in
acute and community settings. It is also designed to assist clinicians in implementing the ethical
principles outlined below in their clinical practice. It is not designed to guide individual clinical
decisions but to assist healthcare workers in thinking through the difficult decisions that will need to
be made.

The framework can be accessed at: https://www.gov.ie/en/publication/a02c5a-what-is-happening/#ethical-

framework-for-decision-making-in-a-pandemic

Requirements for death pronouncement and care of the deceased

In the current COVID-19 pandemic there are amended guidelines and requirements with regard to death
pronouncement and the process following death. Further changes may arise and services are advised to
check relevant websites for updates: www.coroners.ie

The HPSC provides guidance and updated information on the care of the deceased and onward care of
human remains. Services are advised to check the HPSC website regularly for updates. https://www.hpsc.ie



https://www.gov.ie/en/publication/a02c5a-what-is-happening/#ethical-framework-for-decision-making-in-a-pandemic
https://www.gov.ie/en/publication/a02c5a-what-is-happening/#ethical-framework-for-decision-making-in-a-pandemic
http://www.coroners.ie/
https://www.hpsc.ie/a-z/respiratory/coronavirus/novelcoronavirus/guidance/funeraldirectorsguidance/Guidance%20Funeral%20Directors%20v2.0.pdf

Appendix 2: Palliative Care Needs Assessment Guidance

PALLIATIVE CARE NEEDS ASSESSMENT GUIDANCE

DOMAIN 1: PHYSICAL WELL-BEING

Patients with life imiting conditions frequently have multiple symptoms. Patient self report
of symptoms varies from person to person. Some physical symptoms are readily reported
by patients while others often require prompting. Some of the frequently encountered

DOMAIN 2: SOCIAL AND OCCUPATIONAL WELL-BEING

The family is the unit of care. When assessing patients with life-fimiting illness it is
important to explore their concerns in relation to their home, family and community,
and to identify risk in relation to their autonomy and social functioning.

physical problems in the last year of life are outlined in table 1. Approach:
A social assessment seeks to gain some und ding of an individual's life exp
Table 1 Frequently Encountered Physical Problems in the Last Year of Life with regard to their:
+ o
* Family support,
Somatic, visceral, neuopﬂhk = Emotional and social support,
Pain Take 2 detailed pain history outfining * Practical concerns.
: m""‘rzy’m dmon,ﬁequur.y Table 2 suggested pts; Social and Occup. | Well-being
- Treatment ntervenons o date-
Fatigue Fatigue disproportionate to level of activity or not relieved by rest Inwite discussion about family and relationships:
0 5 = Family Support | * Who lives with you?
SEpiton, T PODER Nl DRl = + Any children/adul dependents?
Gastrointestinal |  Anorexia, nausea, vomiting, constipation . any egarding family or personal refationships?
Neurological Insomnia, confusion, delirium, anxiety, depression mwuhvenvuhersmbfmplenﬂ home help, private
Other Functional status, balance problems, oedema, wound problems E""”':""d . mo&ndoynuseeﬂ\un’
L l - need more s.m,
mmsne:therapmawmnamnmmwm—nmmmmﬂpewmtyo!plyskal . \I:I:::lmldub’
problems encountered and need for sy to identify ph - S e
Discussion about practical issues:
AW"’““ = How are you managing?
An introductory question to prompt the person to identify the physical needs of most - Wmm;muﬁigg,mmmmh,m
concemtothem. , S i Practical chores e.g. washing, cooking, etc?
® 2after a thorough and careful review will determine the presence and concerns and *  Any concerns about future care nesds, income, finances, sorting
severity of physical symptoms. advance care out your affairs? :
After identification of symptoms: planning * What are the pimn.'s wishes regarding:
= Elicit a history of symy including p: received. - Goalsofcare? <
+  Ascertain the effect of the problem on the patient’s normal activities function. — Acceptable levels of intervention?
+ Consider treatment options. — Preferred place of care (person and family)?

Action:

* Agree and implement a care plan with the patient and multidiscipfinary team.

* Establish whether these sy can be d by the current treating team.

* If severe or intractable physical problems are identified or anticipated, consider referral
to the specialist palfiative care service.

After identification of concerns:

= Ascertain the effect of the problem on the patient's normal activities function.

= Consider treatment options.

Action:

= Agree and implement a care plan with the patient and multidisciplinary team.

« Establish whether these can be ged by the current treating team.

= If severe or intractable physical problems are identified or anticipated, consider referral
to the specialist palliative care service.




DOMAIN 3: PSYCHOLOGICAL WELL-BEING

with fife g conditions fre ly have psychological concerns. in order
to identify these concerns, it is important that the assessor is proactive in asking about
emotional and psychological issues.
Approach:
Begin with an open exploratory question that invites the person to identify any
concerns. “Is there anything worrying you"'

DOMAIN 4: SPIRITUAL WELL-BEING

Peoplehavemanydlﬁemm di 25 to the word spi and how it impacts
on their lives. When ¢ i s need to be aware of
alternative terms i.e. faith, bel:e(, y, religion, inner gth

Approach:

An introductory q /s to alert individ

Is to a change in focus from clinical is
required e.g. How has this iliness impacted on your life? The following is a suggested

J d by consideration of the 5 approach to assessment:
* Mood and interest
: :zuourtes II‘\:; I;:::;ﬂu Table 4 Suggested Prompts: Spiritual Well-Being Assessment
el el
Table 3 Suggested Prompts; Psychological Well-Being o Sources of hope | What gives you hope (strength, comfort peace] in the time
v
* How is your mood? = = = A =
*  During the last month have you: o Organised refigion Ammpﬁtumﬁudmﬁnﬂsmqﬁhﬂlmﬂ?
— been feeling down and/or hopeless? Does it help you?
. — lost enjoyment in interests?
Mood and interest | ‘Are you depi i personal What aspect of your spiritual beliefs do you find most
Do you fee! tense or anxious? P spirituality & helpful and meaningful personally?
» Have you ever had a panic attack? practices
* Are there things you are looking forward to?
Adjustment to - o " ! » Effect on medical | How do your beliefs affect the kind of care you would fike
ifiness AR iioe of youcH E E careand end of | me to provide over the next few days/weeks/months?
Resources and = What is a source of support for you? fife issues
strengths *  Look for a range of possibie supports: people, hobbies, faith, beliefs

After identification of concerns:
= Elicit history of concerns including previ [ received.

Uncontrolled multidimensional pain e.g. psychosocial, emotional, 3
. Ascemm the effect of the problem on me panem‘s normal activities/function.

spiritual pain; consider if distress contributing to physical symptoms

Total pain

= Are there psychological, social, emotional, spiritual issues that . finter
may be contributing to symptoms? >
T ¥ 2 3 Action
"","‘""“‘ it quons\vnh ahmy?fmmmmpag Jeuial ey prablems = Agree and implement a care plan with the patient and multidisciplinary team. This may
L may be particularly at risk of psychological distress include referral to pastoral care service.
After identification of concemns = Establish whether these needs can be managed by the current treating team.
= Elicit history of concerns including previous supports/interventions received. * If significant complex spiritual concerns are identified or anticipated, consider referral

= Ascertain the effect of the problem on the patient’s normal activities/function. to specialist palfiative care service.

Action: %

* Agree and implement a care plan with the patient and multidisciplinary team. \:rt

= Establish whether these needs can be managed by the current treating team.

* If significant complex family and social concerns are identified or anticipated, consider
referral to the Specialist Palliative Care Service.

See Palliative Care Needs Assessment Guidance accessible on
www.hse.ie/palliativecareprogramme

PA AR NATIONAL CLINICAL PROGRAMME FOR PALLIATIVE CARE

Appendix 3a: Communication- Breaking Bad News

The HSE has an online resource for dealing with breaking bad news
https://www.hse.ie/eng/about/who/qgid/resourcespublications/tool-box-talks/end-of-life-care-dealing-with-
bad-news.pdf

There are a number of key practical steps including:

Never deliver bad news alone
It is better for you and the recipient if there is more than the two of you present

Prepare yourself
Set time aside find a quiet room. Never give important information in inappropriate places

Build on the person’s/family knowledge
Start by sitting down at the person’s level, introduce yourself. Find out what the person knows

Break the news
Break the news gently, slowly and clearly. Don’t overload the person with information. Use simple language.

Before ending check if the person understood and if necessary repeat the information again.

Support the person and their family


https://www.hse.ie/eng/about/who/qid/resourcespublications/tool-box-talks/end-of-life-care-dealing-with-bad-news.pdf
https://www.hse.ie/eng/about/who/qid/resourcespublications/tool-box-talks/end-of-life-care-dealing-with-bad-news.pdf

Allow for emotional reactions — avoid false reassurances. Deal with concerns before details

Plan and follow up

Give the person and their family a clear plan as to what will happen next

Breaking bad news over the phone

Find a quiet room and mentally prepare before dialling the number
Confirm that you are speaking to the right person

Suggest the person sits down

Give a warning i.e. | am calling with bad news.....

Offer to speak to a second person if one is there or offer to ring

Appen someone else for them if they are alone family
e Stay on the phone until the person indicates that they are ready to nd of
end the conversation
e Ensure the relative has a contact name and number to access a
direct line
Person Py
Staff « Be acknowledgeable
P re?ﬁ:g:::dand runy e Clear information

v" Keep the person at the e Included

centre Remains at the centre of * Supported
v" Be available and listen all care and decisions
v Effective communication
v" Close monitoring Be listened to and
v~ Involve the whole team responded in the persons
¥~ Mind all members of the own method of

team communication Where family meetings
v i - .

Ay debrichon Kept at the centre of all cannot be facilitated in

conversations person due to visiting
restrictions in the

current COVID-19 crisis,
services should make
arrangements to use
video and conference
call facilities where
possible to facilitate joint
conversations and allow
for “face to face” contact




[How we care for loved ones as they approach the end of life.....

Family iz whoever the
person says itis

Family can be defined as

All communication should be
at the expressed wish of the
person but where this is not
possible by the best
intentions of the person

Clear decision making
processes should be in place
and should be adopted by ali
staff

Information should be given
in a sensitive and planned
way

Communicate regulary with
the family

Prepare families especially
when death is imminent Co = :

Listening -
asking - telling




Appendix 3c: Communication- Responding to Difficult Questions

Research has found that end of life care decisions made to close to death can cause
unnecessary stress for both the person and their families (TILDA 2017)

P N

( Unnecessary hospital admissions

Lack of support being available

I\

. > Family wanting extreme measures
to be taken because they haven't

had time to process what is

\ happening /

When a person or family is concerned about
something and they want to talk to someone
they will choose who to speak to

The difficulty in responding to difficuit
guestions can often be our own
anxiety about having the right

If someone is seeking to talk to you it's answer for the person and wanting to

because they believe you can help make them feel better.

Your job is to accept that trust and explore -

their concerns Important points to remember
Be an active listener Don’t panic

Don’t avoid the question or aim to close

Give your full attention to the person = 2 S :
it down with well-meaning euphemisms

Be aware of your body language — sit down

with the person Keep communication open in as far as
you can
Maintain good eye contact
Don’t rush a response based on your
Don't interrupt even if silences occur own discomfort
Paraphrase Its okay to say ‘I don’t know’ if you don’t
know

Don't pretend to understand their perspective
if you don't Refer to someone who does know

Acknowledge the person’s concems

QUESTIONS FAMILY MEMBERS OFTEN ASK
. How long has (s) he got?
It is useful to be aware “We can’t be certain, but it’s likely to be within a
few hours or days at most. What would you like for
that there are a number g
of questions families Can (s)he still hear?
“We don’t know for sure but if you would like to say
often ask. These are something, now is the time ~
How will you know if (s)he has pain?

included in the Non- “We will watch carefully for signs of distress. We
h loaical will give whatever medication is needed to keep
pharmacological care him/her pain free and comfortable”™
g R A Is (s)he dying of dehydration or starvation?
gu:de n Appendlx 7 “At this time, all of the vital organs including his
heart and kidneys are shutting down. His/her body
cannot cope with food or fiuid right now.”™




Appendix 4: Guideline on documentation to support the End of Life Care plan

e Current assessments can be reviewed, where there are no changes a review will suffice i.e. date and
sign review section of assessment and / or health action plan

e Assessments by medical, nursing and multi-disciplinary team should be included

e Any relevant individualised meetings to discuss care i.e. multi d meetings, PCP’s meetings with GP
and families should also be included

e Relevant GP notes regarding deterioration in health status

e [f an Advance Care Plan has been completed, this information should also be included within the
management plan

e DNAR written by GP or consultant should be included within the plan

e Information relevant to end of life care i.e. specialist palliative care



Appendix 5: Additional resources and links, Easy Reads and links to practice

guidelines

Theme

Description

| Provider

Link

Guidance and information

Bereavement and
Learning Disability

Guide for professionals
offering bereavement
support

Keele University

www.bereavementanddi
sability.org.uk/

Living and Dying with
Dignity

Ensuring people with
disabilities receive
inclusive end of life care
services

Mencap

www.mencap.org.uk/all-
about-learning-
disability/information-
professionals/health/end
-life-care

Symptom Management

Symptom management
end of life care pathway
and guidance

Haringey Learning
Disabilities Partnership

www.improvinghealthan
dlives.org.uk/adjustment
s/?adjustment=312

End of Life Care

Dementia and end of life

Alzheimer’s society

www.alzheimers.org.uk/s
ite/scripts/documents_in
fo.php?documentID=428

Breaking Bad News

A suite of resources for
use by practitioners,
families and carers

Breaking Bad News

www.breakingbadnews.o
rg/

Six Steps Structure

A programme for care
homes to deliver the best
end of life care

NHS Cumbria and
Lancashire End of Life
Care Network

www.endoflifecumbriaan
dlancashire.org.uk/six_st

eps.php

North West End of Life
Care Model

Story of a patient’s
health from diagnosis to
life limiting illness

NHS Cumbria and
Lancashire End of Life
Care Network

www.endoflifecumbriaan
dlancashire.org.uk/info_h
ealth_socialcare_professi
onals/model.php

Decision making

Deciding Right guide to
support compliance with
BMA/ Resuscitation
Council/RCN joint
statement on cardio-
pulmonary decisions,
NHS guidance on
advance care planning
and Mental Capacity Act

NHS England Northern
Clinical Networks and
Senate (End of life care
network)

www.cnne.org.uk/end-
of-life-care---the-clinical-
network/decidingright

Distress assessment

DisDAT tool provides
means to document
individual's language of
distress, monitor their
distress and evaluate its
cause

St. Oswald's Hospice and
Tyne & Wear NHS Trust

www.stoswaldsuk.org/ad
ults/professionals/disdat
/Background%20t0%20Di
sDAT/




Easy Read Resources

All the easy reads below are available on the Be.Macmillan website
https://be.macmillan.org.uk/be/s-853-end-of-life-and-bereavement.aspx

Gefing eady lo e |

Changes that Choosing where Getting ready to
can happen at to die die
the end of life

Who can help if
you are dying

Spirituality and  The end of life  Thinking about ~ What can help

religion at the your funeral you feel better
end of life when someone
dies

All the resources below are available on the IDS-TILDA website:

https://www.tcd.ie/tcaid/about/easyreadmaterials.php

Treatment for
Coronavirus

Symptoms of 2 Protecting against
Coronavirus Coronavirus

Testing for
Coronavirus

Closed Q
=Y

Mental Health

Going out during > Health Promotion

Coronavirus during Coronavirus during Coronavirus



https://be.macmillan.org.uk/be/s-853-end-of-life-and-bereavement.aspx
https://www.tcd.ie/tcaid/about/easyreadmaterials.php

End of Life and Advance Care Plan supports

Taking Control : My End of Life Support Plan

An easy read version for people with disabilities
https://webarchive.nationalarchives.gov.uk/20160704190552/https://www.improv
inghealthandlives.org.uk/securefiles/160704 2010//End%200f%20life%20plan%20

FINAL.pdf

ahead Think Ahead form from the Irish Hospice Foundation

https://hospicefoundation.ie/wp-content/uploads/2018/10/Think-Ahead-May-
2018-Logo-Change-only.pdf

An easy read version of this has developed by IDS —TILDA available on the webpage
www.tcd.ie/tcaid

Advocacy

A number of organisations are available in Ireland to provide advocacy support for people with disabilities:

The National Advocacy Service This service provides a free and independent
representative advocacy service to adults with disabilities across Ireland.
www.advocacy.ie or by phone to 0761 07 3000

SAGE Advocacy: This service provide support for older people, vulnerable
adults and healthcare patients www.sageadvocacy.ie

Inclusion Ireland This organisation promotes advocacy for people with an
intellectual disability, particularly self-advocacy. They provide an information and advice service by phone,
post and through their website. www.inclusionireland.ie



https://webarchive.nationalarchives.gov.uk/20160704190552/https:/www.improvinghealthandlives.org.uk/securefiles/160704_2010/End%20of%20life%20plan%20FINAL.pdf
https://webarchive.nationalarchives.gov.uk/20160704190552/https:/www.improvinghealthandlives.org.uk/securefiles/160704_2010/End%20of%20life%20plan%20FINAL.pdf
https://webarchive.nationalarchives.gov.uk/20160704190552/https:/www.improvinghealthandlives.org.uk/securefiles/160704_2010/End%20of%20life%20plan%20FINAL.pdf
https://hospicefoundation.ie/wp-content/uploads/2018/10/Think-Ahead-May-2018-Logo-Change-only.pdf
https://hospicefoundation.ie/wp-content/uploads/2018/10/Think-Ahead-May-2018-Logo-Change-only.pdf
http://www.tcd.ie/tcaid
http://www.advocacy.ie/
http://www.sageadvocacy.ie/
http://www.inclusionireland.ie/

Supports for Staff

The Palliative Hub: Webinars on Disability Services and COVID 19

The Palliative Hub has been developed by All Ireland Institute of Hospice and Palliative Care (AIIHPC) with a
number of palliative and hospice care stakeholders to act as a gateway to information and resources about
palliative care on the island of Ireland.

Within the Hub there is a Professional Palliative Care section providing advice and guidance specifically for
staff . A number of webinars have been held and are ongoing regarding people with disabilities and COVID-
19. These are being made available to view on the webpage.

Please note, that webinars will be removed from the site once guidance changes

http://www.professionalpalliativehub.com/covid-19/guidance-professionals

http://www.professionalpalliativehub.com/covid-19/project-echo-aiihpc-webinars-intellectual-disability-
services

COVID 19: Assessment and recognition among people with intellectual disability

This is a new online education presentation available on the HSELand website that frontline staff working in
disabilities may wish to complete. It will support staff to recognise the signs and symptoms of infection in a
person with an intellectual disability and advice on practical steps to follow. It is for nursing and non-nursing
staff including social care professionals.

The presentation has been developed by colleagues in the Intellectual Disability School of Nursing and
Midwifery and the Trinity Centre for Ageing and Intellectual Disability in TCD working with staff in the HSE
Nursing and Midwifery Planning & Development Unit (NMPDU).


http://www.professionalpalliativehub.com/covid-19/guidance-professionals
http://www.professionalpalliativehub.com/covid-19/project-echo-aiihpc-webinars-intellectual-disability-services
http://www.professionalpalliativehub.com/covid-19/project-echo-aiihpc-webinars-intellectual-disability-services

Practice guidelines for Social Care Staff

How social Care staff can support palliative and end of life care for
people with learning disabilities
https://assets.publishing.service.gov.uk/government/uploads/system/uplo

ads/attachment data/file/656271/Social care staff supporting palliative

and end of life care in learning disabilities.pdf

How social care staff can use reasonable adjustments to support the
health of people with learning disabilities

https://assets.publishing.service.gov.uk/government/uploads/syste
m/uploads/attachment data/file/656271/Social care staff support
ing palliative and end of life care in learning disabilities.pdf

How social care staff can recognise and manage pain in people with
learning disabilities
https://assets.publishing.service.gov.uk/government/uploads/system/uplo

ads/attachment data/file/656269/Social care staff supporting pain ma

nagement in learning disabilities.pdf

> £
[ Brcepreaoinn SOOI

’ e pome et 2% v o ey s o et
‘ - S bn e pynsen Do om0 e



https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656271/Social_care_staff_supporting_palliative_and_end_of_life_care_in_learning_disabilities.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656271/Social_care_staff_supporting_palliative_and_end_of_life_care_in_learning_disabilities.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656271/Social_care_staff_supporting_palliative_and_end_of_life_care_in_learning_disabilities.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656269/Social_care_staff_supporting_pain_management_in_learning_disabilities.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656269/Social_care_staff_supporting_pain_management_in_learning_disabilities.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656269/Social_care_staff_supporting_pain_management_in_learning_disabilities.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656271/Social_care_staff_supporting_palliative_and_end_of_life_care_in_learning_disabilities.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656271/Social_care_staff_supporting_palliative_and_end_of_life_care_in_learning_disabilities.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656271/Social_care_staff_supporting_palliative_and_end_of_life_care_in_learning_disabilities.pdf

Appendix 6: Enhanced Public Health Measures for COVID-19 Disease Management
Long-term Residential Care (LTRC) and Home Support

The public health actions 1-6 aim to:

e Support the maintenance of residents in LTRCs unless there is clinical or other advantage
e Interrupt transmission of the disease and prevent onward spread in LTRC and the community.

Agreed Public Health Actions LTRC facilities and Home Support

No. 1 Strengthened HSE National and Regional Governance Structures

e Establish a national and regional (CHO) LTRC COVID-19 Infection Prevention and Control (IPC) Teams
with an allocated IPC Advisor to liaise with each LTRC and homecare provider

e A local public health led Outbreak Control Team for each outbreak who will be responsible for data
capture with support of LTRC via CRM system

e Provision of updated guidance including LTRC specific admission and transfer guidance

e Establish teams (per CHO), building on existing capacity where possible, to provide medical and
nursing support to LTRCs

e Establish capacity and provide for teams of last resort (crisis support team to go into individual LTRC
facilities as required) to provide staffing for a short period of time to ensure service continuity

e HIQA/MHC to risk rate all LTRC settings based on disease progression, environment and staff and
liaise with national and regional governance structures and LTRCs as necessary in light of mitigating
actions

No. 2 Transmission Risk Mitigation in suspected or COVID-19 positive settings LTRC and homecare staff

e HSE to provide support for appropriate alternative residence and transport for staff living in
congregated domestic living arrangements involving other LTRC settings/homecare staff

e Minimise staff movement working across LTRCs

e Agencies and LTRC/home support providers agree protocols to minimise staff movement across
COVID-19 and non-COVID-19 LTRC settings/home support clients

No. 3 Staff Screening and Prioritisation for COVID-19 Testing
° Prioritise LTRC staff/homecare staff for COVID-19 testing
° Each LTRC should undertake active screening of all staff (Temperature checking twice a day)

No. 4 HSE Provision of PPE and Oxygen
° Ensure PPE supply to LTRC settings and home support providers
° Access to oxygen for LTRC settings

No. 5 Training

e  The HSE and LTRC settings support access to the provision of training for sufficient staff in IPC, use of
PPE, use of oxygen, palliative care and end of life care, pronouncement of death

e  The HSE and home support providers support access to the provision of training for staff in IPC

No. 6 Facilities and Homecare Providers — Preparedness planning

° Depending on size of LTCF or homecare provider designate a team or at least one full-time staff
member as lead for COVID-19 preparedness and response

° LTRC settings have COVID-19 preparedness plans in place to include planning for cohorting of
patients (COVID-19 and non-COVID-19), enhanced IPC, staff training, establishing surge capacity,
promoting resident and family communication, promoting advanced healthcare directives




Appendix 7: Extract from the HSE Operational Pathway of Care V1.19/03/2020

APPENDIX C: Care Pathway for suspected or confirmed COVID-1% during Mitigation Phase

HOME HSE LIVE COVID GP & PRIMARY COMMUNITY ASSESSMENT HUB INTERMEDIATE CARE CENTRE ACUTE HOSPITALED/ ICU/
CONTACT CENTRE CARE HDU
Persons place of residence HSE Live telephone or online GP/PCC to triage and Designated re-purposed Primary Care Centres Designated COVID-19 community hospitals / Designated COVID-19 Model 3 and 4
{including nursing home; contact centre for those with provide advice to with adequate environment for appropriate step down facilities/ community nursing units acute hospitals with ED, HDU. ICU.
residential homes; prisons suspected COVID-19. patients delivery of clinical care to support, access for with piped oxygen facilities and 24 hour nursing | Designated COVID and non-COVID
etc.) patients, segregation and decontamination. care.* hospitals.*
Entry Referral pathway: Self- Purpose:
Purpose: Self-isolation for referral via telehone line or Via telephone Entry Referral pathway: Referred via HSE Live Entry Referral pathway: Referred from Entry Referral Pathway: Referred
those with suspected online (3 carer, family assessment & refer to case management system. GP’'s can also access community hub. Alternatively referred from from Community Hub or intermediate
COVID-19 or confirmed member or concernaed Community Hub this case management system and refer patients | acute hospital as step-down measure. care centre or through ED (patient
COVID - 19 with mild or healthcare professional can (register on HSE case suspected of having COVID-19. self-presentation or referral from HSE
moderate symptoms. do this also). management] or Purpose: Care of patients requiring 24 hour Live).
Community supports may telephone support and Purpose: In mitigation phase testing will no nursing care and/or oxygen who do not require
assist same vulnerable Purpose: Triage, advice and advice for patients with | longer be carried out. Those who are critical care indicated by modified EWS score. Purpose: Patients requiring critical
people at home. onward referral for people suspacted or confirmed | symptomatic will be assumed to be positive for acute care indicated by modified EWS
suspected to have COVID-19. COVID-19 in the COVID-19. These community hubs will provide staffing? Existing staffing in unit with additional | score.
Supports Available: HSE community to avoid appropriate dinical assessment, treatment and supplementary redeployed staffing as required.
Online information; HSE Live | Staffing: Mixture of non- inpatient care. triage for onward referral. Will provide out of 24 hour nursing care essential. Staffing? Existing staffing in unit with
COVID -19 contact centre; clinical call handlers and hours service. Opening hours will scale up and additional supplementary redeployed
Enhanced community clinical staff. Tiered triage Staffing: Existing team down as required. Outreach service will also be Exit Referral Pathway: staffing as required.
supports e g. increased system. provided for non-ambulatory vuinerable 1/ Discharge home when appropriate
MOW, PHN’s, community Exit Referral Pathway: patients who are not able to access the 2/ Escalation of care to acute hospital through Exit Referral Pathway:
pharmacy, medication Exit Referral Pathway: Three | Three possible outcomes | community hub. DNA to community hub will referral to €D (for critically ill) 1/ Discharge home
delivery; Voluntary possible outcomes of triage: of triage: trigger phonecall to patient and next of kin.
community supports. 1/ self isolate at home with 1/ / seff isolate at home Transport Arrangements: 2/ De-escalation of care to stepdown
advice and/or supports; with advice and/or Staffing GP’s and nursing. Getting to/ from intermediate care centre from intermediate care centre.
Transport Arrangements: 2/ referral to community supports; community hub: People will use their normal
Usual transport (e.g. family, hub for testing and 2/ referral to Exit Referral Pathway: method of transport [e.g. family, taxis, Transport Arrangements:
taxis, community). assessment (via HSE Live case | community hub for Three possible outcomes of assessment community transport). Feasibility of using Getting to acute care: NAS
management system). testing and assessment determined by modified EWS: voluntary and private ambulance should be responsible for transporting to acute
NAS responsible for 3/ Advising to go to ED and {via HSE Live case 1/ Treatment and advised to self-isolate at home | explored if required. care settings.
transporting to acute care /or calling ambulance if management system). with telephone follow-up.
settings only. acutely il 3/ Advising to go to ED 2/ Referral to intermediate care centre Transfer to intermediate care centre as Getting home from acute care:
and /or calling faciliated by close working with bed stepdown from acute: National ambulance people will use their normal method
Transport Arrangements: ambulance if acutely il management in intermediate care centre. Service. Feasibility of using voluntary and private | of transport (e.g. family, taxis,
Getting to/from Community 3/ referral to ED for critically ill. ambulance should be explored. community transport). Feasibility of
Hub: Usual transport (e.g. using voluntary and private
family, taxis, community Transport Transport Arrangements: Transfer to acute hospital: NAS responsible for ambulance should be explored if
transport). Arrangements: Usual/ Getting to/from Community Hub and to transporting to acute hospital. required.
NAS responsible for intermediate care centre: Usual transport [eg.
NAS responsible for transporting to acute family, taxis, community}. Feasibility of using * strict cohorting and isolation of COVID-19 Transfer to intermediate care centre
transporting to acute care care settings only. voluntary and private ambulance should be cases should apply regardless of whether as stepdown from acute via NAS.
settings only. explored. designation of entire sites is realisable. Feasibility of using voluntary and
private ambulance should be
NAS responsible for transporting to acute care explored.

settings only.

https://hse.drsteevenslibrary.ie/c.php?g=679077&p=4841241



https://hse.drsteevenslibrary.ie/c.php?g=679077&p=4841241

Asiessnsa Ay O. Alase Dhnmumcannalaciaal Cawan At A d AF LI fAa. Nuin svncn vt A Fase ATl haQlth nanwn sameafananiasmaalas
4 A

Mon-Pharmacological Care jp the Last Hours or Days of Life One-pager guideline for the duration of Covid-19

Adherence to guideline recommendations will not ensure 2 successful outcome in every case. For more detailed guidance, suggest
https:/ 'woww. palliativecare guidelines.scot.nhs.uk AMDJOR contact specialist palliative care team for advice. It is the responsibility of all professionals to exercise clinical
judgement in the manzgement of individual patients. In the event of 2 patient unexpectedly stabilising / improving, reconsider the disgnosis of ‘dying’.

This guideline is for all healthcare professionals.

SHIFT TO FOCUS ON COMFORT CARE:

General considerations

Discontinue unnecessary prescrptions, monitoring
activities, and procedures. Consider stopping anything
that doesn't focus on comfortand alleviating
symptoms/distress unless there is 2 good resson to

continue it. Commaon areas that require review include:

¥ | /W fluids, antibiotics, s/c heparin, insulin, enteral
nutrition & TPN.

~" 0 masks and nasal prongs unless clear symptom
benafit.

+"  Stop blood and radiological tests.

~"  Stop monitoring vital signsincluding oxygen
szturation, fluid balance etc.

+"  Deactivate ICDs and remove cardiac monitors.
" Ensure DMACPR order signed / EWS stopped.
EMNVIROMNMEMNT:

General Physical environment:

~  Where possible a quiet, peacefulenvironment is
prefzrable.

»"  Minimise loud noises and bright lights [deliriumis
not uncomman in last days/hours of life).

Bedside environment:

~"  Calm, reassuring bedside presence.

¥ Inform patient [even if unresponsive ) who you are
and what you are doing or about to dao.

PSYCHOLOGICAL [/ SPIRITUAL CARE:

Insight:

*"  Where appropriste, patientinsightshould be
zszessed and fears [ wishes explored.

¥ Consider ifformal pastoral care supportneeded |/
rituals which are important to patient & family.

PHYSICAL CARE:

Respiratory Secretions:

~  Explain to family & reassure thatit may not
represent discomfort.

»"  Re-positioning patient on side may help.

¥ Assessneed for pharmacological intervention.

¥ Suctioningis rarely useful orindicated inlast
hours/days of life 2nd has all the associzted
infection risks of an 2erosol-generating procedure
[#GP). It should be avoided where possible.

+  For AGP and PPEguidance referto
https o Swerer h psciie

Bowel care:

*  Inwvasive procedures for bowel care rarely nesded
when imminently dyine.

Urinary care:

¥ Catheterise ifinurinary retention or incontinence
likely to cause loss of skin integrity or aidsthe
general comfort level of patient.

Mouth care:

»"  Ensure mouth and lips are clean and moist.

~  Regularly moistenoral cavity with sips of water
Jwiater-based gel when able to swallow or with
maist mouth sponge when unable.

Food and fluid:

»"  Continue to offer variety of soft foods  sips of
wiater through teaspoon / straw while consdous,
able to sit up, and 25 appropriate.

»  Acceptwhen patientunablefdeclinesto take as
thisis natural part of dying. Never force.

General comfort:

~"  Repaositioning, regular tuming 2 — 4 hourdy to
prevent pressure sores.

»"  Regularskin and eye care.

S0OCIAL f FAMILY CARE * Physizl pressnce will depend on

nfection control protoomis

»"  Explain to family that deathis approachingin
sensitive yet clear way.

»"  Explain focus of care is on comfort and dignity.

~"  Explain the expected changesin physiczland
cognitive function asthis will relieve distress for
family.

¥ Check previous experiences and understanding of
dying =5 it may allow you to correct
misunderstandings.

QUESTIOMS FAMILY MEMBERS OFTEMN ASK

¥ How long has [s) he got?
“We con't be certain, but it’s [ikely to be withing
few hours or days ot most. Whot would you like for
her?™

¥ Can [slhg still haar?
“Wedon't know for sure but if you would like to sgy
something, nowis the time ™

*" How will you know if s}he has pain?
“We will wotch corefully for signs ofdistress. We
will give whatever medicotion is needed to keep
himy/her pain free and comfortobis”

¥ Is|slhg dying of dehydration or starvation?
“At this time, all afthe vitolorgans induding his
heart ond kigdneys are shutting down. His/her body
cannot cope with food or fuid right now ™




Appendix 9: Practical advice for carers and families of a person at the end of life

What you can do to practically care for someone who is in their last days and hours of life,

This guidance is for carers and family members to know what to expect and how to make the experience as comfortable as possible. Your
healthcare team will advise you on the medications that can help with controlling symptoms experienced at the end of life,

1. Breathlessness and cough

Breathlessness and cough can be a cause of
agitation and distress and it can make it
difficult to communicate. Don't expect the

person to talk and give them time and space

to respond. Reassure them that the
unpleasant feeling will pass.

You can offer reassurance by talking
calmly and opening a window to allow
fresh air in.

If possible, sit the person up with pillows
rather than lying flat as this can help the
sensation of not being able to breathe,

Before someone dies their breathing often
becomes noisy. Some people call this the
‘death rattle’. Try not to be alarmed by
this, it is normal. Itis due to an
accumulation of secretions and the
muscles at the back of

the throat relaxing. There are medicines
that can be given to help dry up secretions
ifitis a problem.

2. Pain

Some people may be in pain when they are
dying. If they are less conscious they may
grimace or groan to show this. There are
medicines that can be given to ease pain.

Always check their positioning in bed to
see If this can also help. They may be too
weak to move and this can cause
discomfort. Consider if they have any
areas that are known to hurt, for example
a bad back, and remember this when
positioning them.

3. Going to the toilet

Towards the end of life, a person may lose
control of their bladder and bowel. Even
though we expect someone 1o go to the
toilet less as they eat and drink less,
contact the health care team that is looking
after them if they have not passed any
urine for 12 hours or more as it can be
uncomfortable.

Keep the person comfortable by regularly
washing them and changing pads if they
are wet or soiled,

4, Agitation or restlessness

Some people can become agitated and
appear distressed when they are dying. It
can be frightening to look after someone
who is restless. It's important to check if
the cause is reversible like having a full
bladder or bowel which can be reversed
by using a catheter to drain the urine or
medicines to open the bowels. Your health
team can assess if this is necessary.

Check if their pad is wet to see if they are
passing urine or if they are opening their
bowels, If it's not either of these things,
there are things you can do and give to
help. Try to reassure the person by
talking to them calmly and sitting with
them. Touch can be effective in doing this
too. There are also medicines that can be
given to help settle and relax someone.

5. Feeling sick

Sometimes people can feel nauseated or
sick when they are dying.

If womiting, and unable to sit up, tum the
person on their side to protect their
airway. There are medicines that can be
given to help relieve this.




