Learning Disabilities Bereavement Webinar
3'd November 2025

This webinar will begin shortly




Welcome

HCPA Host: Peter Woolnough
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/%%  Webinar Housekeeping

B This webinar is being recorded and may be used to create a video resource for our
website.

B We have switched off your microphones. Please use the Q&A box to ask a question
and we will switch your microphones on at appropriate times if we need you to
elaborate. You will also need to unmute yourself once enabled.

B We have enabled your cameras. If you do not wish to feature in the recording, please
leave your camera off.

B You will be issued a CPD Certificate for attendance at this event. Certificates will be
uploaded to your Care Professional Academy.
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Loss and Bereavement for
people with learning disabilities

Community Learning Disability Nursing Service
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for people with learning disabilities




What is loss?

loss noun - (NOT HAVING)

the action or state of not having or keeping something anymore:

Loss may mean death:

loss noun (NOT CONTROLLING)

the action or state of not maintaining or having control over something anvmore:

We RISE to the challenge as OneHCC

act We champion

eQUALITY

for people with learning disabilities

We work with



https://dictionary.cambridge.org/dictionary/english/action
https://dictionary.cambridge.org/dictionary/english/state
https://dictionary.cambridge.org/dictionary/english/keeping
https://dictionary.cambridge.org/dictionary/english/mean
https://dictionary.cambridge.org/dictionary/english/death
https://dictionary.cambridge.org/dictionary/english/action
https://dictionary.cambridge.org/dictionary/english/state
https://dictionary.cambridge.org/dictionary/english/maintain
https://dictionary.cambridge.org/dictionary/english/control

5 min task;

Use the Slido Poll function (or the chat if you can’t see the link) to
describe the kind of losses that people with learning disabilities may
have in their lives?

We RISE to the challenge as OneHCC

eQUALITY

for people with learning disabilities




Types of loss

* Family relationships

e Staff members moving on

e Death of person close to you

* Death of a pet

* Friendships

e Control over choices in your life
* Your health

* Awareness of being different

* Routine or role

We RISE to the challenge as OneHCC
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How could these losses affect people?

* Expression of various emotions —may be in a muddled way
* Physical changes

* Self harm

* Mental health changes

* Losing interest in activities previously enjoyed

e Addictions

We RISE to the challenge as OneHCC '
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Communication challenges

Many people with learning disabilities express
grief non-verbally

Communication breakdowns can mask distress

Fear when abstract phrases are used

Use direct, honest, and clear language to build
trust

We RISE to the challenge as OneHCC

We act We champion
Sustainably

eQUALITY

for people with learning disabilities

We work with
ite




Communication challenges

@ Behaviour | Possible @ Withdrawal | @ Anger/Anxiety | Fear
Meaning Sadness or shock or insecurity

Regression | Seeking
safety

Laughter | Masking
distress

Repetition | Needing
reassurance

QB

look beyond the
surface to find
meaning

We RISE to the challenge as OneHCC
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for people with learning disabilities




How to enable positive communication

Keep language
simple and

Use visuals,

Allow time and
symbols, or

silence

social stories honest

Maintain Encourage Compassionate
routines and creative Accessible
trusted staff expression communication
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We RISE to the challenge as OneHCC
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The importance of predictability and safety for emotional expression

Predictability can have a powerful impact on emotional wellbeing, and we often feel
safer when we have a sense of routine. For children and adults with severe and
profound intellectual disability, having a sense of predictability and consistency can
help to increase feelings of safety and security. Consistent, repeated routines can
provide a sense of order and familiarity to the day and therefore create a sense of
expectancy. Habitual behaviours and routines can act as cues for our body and mind
to be able to predict and prepare for what is happening next. This can reduce stress,
be reassuring and calming.

ARTICLE: Predictability for Reducing Anxiety and Promoting Wellbeing - NAC

Wellbeing

HPFT have many useful resources for you to print off and use
Useful Resources

We RISE to the challenge as OneHCC '

Visual Timetable

A visual timetable shows the user what they are doing
throughout the day or week in a simple way using
pictures.

* Shows what person is doing on
a day/week

* Easier for person to process
visual information

* Provide structure, routine and
improve understanding
* Avoid frustration and anxiety

o X

Encourage independence and
build confidence

N

* Opportunity to interact with
people to ask questions and
plan choices

eQUALITY

for people with learning disabilities


https://www.hpft.nhs.uk/services/learning-disability-services/useful-resources/
https://www.nacwellbeing.org/predictability-for-reducing-anxiety-and-promoting-wellbeing/
https://www.nacwellbeing.org/predictability-for-reducing-anxiety-and-promoting-wellbeing/
https://www.nacwellbeing.org/predictability-for-reducing-anxiety-and-promoting-wellbeing/
https://www.nacwellbeing.org/predictability-for-reducing-anxiety-and-promoting-wellbeing/

Being with someone, not fixing but supporting

- - This video helps explain how you can acknowledge someone else's pain.
- 8 r Y - >
HOW TO HELP A GRIEVING FRIEND

* Be aware of the messages you are giving someone through your words and actions
e Support the person to have some time away from others to feel the emotions

We RISE to the challenge as OneHCC

eQUALITY

for people with learning disabilities




Physical tools that can help grieving

* Using social stories to help the person to make sense of what is happening
* Using easy read materials that encourage a conversation and help you get insight

* Having physical reminders that the person can touch/go to/ask for to show you they are thinking of
that event

* Make a Memory box of things related to that person/event/memory

» Use art to create collages/pictures/objects that help to process the feelings
* Physical objects to remember the person

e Giving a chance for people to have a memento to remember that person by

* Leaving the persons belongings in their room, door open and encouraging people to go in

We RISE to the challenge as OneHCC

We improve We work with We act We champion
Integrity Sustainably uality & Fairne

eQUALITY

for people with learning disabilities




Learning from Palliative Care colleagues

Palliative Care for people with Learning Disabilities has resources such as webinars and links to research projects

PCPLD

Marie Curie have developed resources that are helpful

Marie Curie Resources

Kingston University has produced an End-of-Life Toolkit to help people with learning disabilities

Victoria and Stuart Project

Mencap have developed some resources that can be used with people with learning disabilities here;

Coping with the loss of a loved one

Maclntyre have developed an eLearning workbook for staff;

Wellbeing for Life - Loss, Change, Grief Workbook

We RISE to the challenge as OneHCC

eQUALITY

for people with learning disabilities



https://pcpld.com/
https://www.mariecurie.org.uk/professionals/palliative-care-knowledge-zone/learning-disabilities
https://www.victoriaandstuart.com/
https://www.mencap.org.uk/help-and-advice/health/wellbeing/dealing-bereavement
https://www.macintyrecharity.org/download/file/2077/
https://www.macintyrecharity.org/download/file/2077/
https://www.macintyrecharity.org/download/file/2077/

Comfort Break




Consistency in responding to the people you support

We all need consistency from the people in our lives to feel;

« Safe
* Understand what's expected of us
* Feel calm and in control

SELF-ESTEEM

confidence, achievement, respect of others,
the need to be a unique individual

As a team you need to have a consistent approach to the people you

support by;
LOVE AND BELONGING

friendship, family, intimacy, sense of connection

* Seeking support from health professionals SAFETY AND SECURITY
* MDT approach agreeing the right approach for that individual sl (epiojients bropery family and cocial ettty

e Everybody giving the same message regardless of their own opinion _

We RISE to the challenge as OneHCC "

eQUALITY

for people with learning disabilities




Cultural sensitivity and different grieving practices

“Care for patients in the end-of-life context is a complex challenge, as care is affected by cultural differences
between patients, families, and healthcare workers. In some cultures, religious faith plays a central role in accepting
death, offering a framework that gives meaning to loss and alleviates the fear of the unknown. Yet, in others, death
can be taboo, a topic to be avoided at all costs, as openly talking about it can be connected to the possibilities of
patients’ improvement”. Managing cultural diversity in end-of-life care: a qualitative study — PMC

So, it's important to understand and discuss;

cultural influences for the support staff in your team

how these may affect the workers ability to support another person’s grief and loss

how these may affect the practices around supporting someone before, during and after they die

* the emotional impact of this and the strategies that would help

We RISE to the challenge as OneHCC

eQUALITY

for people with learning disabilities



https://pmc.ncbi.nlm.nih.gov/articles/PMC12049785/
https://pmc.ncbi.nlm.nih.gov/articles/PMC12049785/
https://pmc.ncbi.nlm.nih.gov/articles/PMC12049785/
https://pmc.ncbi.nlm.nih.gov/articles/PMC12049785/
https://pmc.ncbi.nlm.nih.gov/articles/PMC12049785/
https://pmc.ncbi.nlm.nih.gov/articles/PMC12049785/
https://pmc.ncbi.nlm.nih.gov/articles/PMC12049785/

Useful Resources

"What If" document

Supporting people with LD with loss and bereavement NHS Wales

Marie Curie Booklets and resources

Bing Videos —PCPLD End of Life care planning for people with learning disabilities

New End of Life Guide pages for Care Providers will be on the HCPA website in the new year

We RISE to the challenge as OneHCC
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e We work with We act



https://hertscc365-my.sharepoint.com/personal/louise_jenkins_hertfordshire_gov_uk/Documents/Documents/Palliative%20care/Resources/What-If-Celebrating-My-Life-Plan-EOL-2013.pdf
https://hertscc365-my.sharepoint.com/personal/louise_jenkins_hertfordshire_gov_uk/Documents/Documents/Palliative%20care/Resources/Supportiing%20people%20with%20LD%20with%20loss%20or%20bereavement%20NHS%20Wales.pdf
https://www.mariecurie.org.uk/help/support/publications
https://www.bing.com/videos/search?q=Palliative+care+easy+read+learning+disabiliities&view=detail&mid=131F40A2A9654BB1042D131F40A2A9654BB1042D&FORM=VIRE

Newsletters

Stay up to date with sector news!

Ensure you and your leadership
team are signed up to
receive HCPA's newsletters.

Subscribe to our mailing list
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https://hcpa.us3.list-manage.com/subscribe?u=7275e7980a25c4f5e4939ee06&id=96f1f7298d

THE HCPA CARE PROVIDER HUB A O
PROVIDING PEACE OF MIND..... " o

Govt guidance, laws, HR, Staffing and

standards and expectation  recruitment
ASK us anything! We are your support - Covid: PPE, vaccinations
service, here to answer your questions and infection control
on all topics Adult Social Care related.

Training and education

« Business continuity
« Liaison with Hertfordshire :

County Council Data protection
- Funding, contracting and Monitoring

commissioning « Equipment

- Staff wellbeing and Insurance

recognition

Your hub, your support service

01707 708108 / assistance@hcpa.co.uk (Mon to Fri -
9am to 5pm). www.hcpa.info/hub

HCPA: ‘Sharing best practice in care through partnership’
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Feedback

What do you want out of future webinars?
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