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Pushing boundaries

Michelle

(who loved sunflowers)

Thinking about, what PeoPle want,
and need when they areill

Thoughts shared at a gathering where we remembered
Michelle Albury who died on 13 November 2019.

Tuesday 13 September 2022
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On Tuesday 13 September 2022, family, friends, colleagues and health
professionals came together to remember Michelle, an amazing, autistic woman
with a learning disability, who died on 13 November 2019.

Before and after Michelle’s cancer diagnosis, Michelle’s family and friends
navigated the health and social care system as best they could with/for Michelle.
It wasn’t easy. It was hard to get appointments; hard to get some professionals to
understand and pay attention to Michelle’s needs; and it was sometimes hard to
support Michelle when she didn’t understand what was going on or what needed
to be done (because of her autism and learning disability). The funding that
Michelle needed for additional support came through in Michelle’s last few weeks
of her life. It was not approved until it had gone to panel 5 times! This all added to
the family’s stress at what was already a hugely devastating time in their lives.

Michelle’s family wanted to have Tuesday 13 September as a day to remember
Michelle and think about what people need when they are ill or dying. This is one
way that Michelle’s family and friends can help autistic people and people with
learning disabilities to get better care in the future.

The gathering opened with some beautiful words from Paul, Michelle’s brother. It
was a time to hold Michelle in our hearts and a time to reflect on how Michelle
touched our lives. It was also a time to think about what we all need when we are
not well or when we are dying. Autistic people and people with learning
disabilities are just as important as everyone else and they deserve just as good
treatment, care and love as everyone else. Sometimes this treatment needs to
adapt to work for certain patients. ‘

What you read on the following pages, captures some of the thoughts and
reflections from those in the room. Of course, what it can’t quite capture fully
enough is the love that was felt in the room.

We would like to dedicate this to Michelle (who wanted things to be better for
people with learning disabilities ), her brother Paul and her mother, Chris.

We would like to thank: Anne who spent weeks crocheting a sunflower for each
person to take away and everyone who brought and made food.




Just 2ome of our memories
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Qome of the things PeoPle Said they d like when they were ill:
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TOP
TIPS

We thought of some
Top Tips to help
people get what they
need when they areill
or dying ...
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Some of our

TOP
TIPS

in no particular order

Open your heart

Know your rights and request additional
support funding if needed.

%

Make sure the carer has support too!

Check and ask people to repeat what they
have understood

Listen to what we need (Listen to understand)

Offer choice, hope and possibility and lift the
person’s spirits
Phone someone you like and trust to talk
about what is going on.

Tell people if you don’t feel right

Help the person say what they need and make sure the
professionals listen and respond to what is needed

Go to the doctor with someone - they can be your advocate

Don’t ignore your illness, get help from the doctor and make sure
they know about your disability as well as your condition

Be with your dogs /pets as they can be with you and love you

Create a space for people to feel and be how they need to be

Make sure the person has people (they want) to support them

Talk about memories & things you have in common.Let the person know tha
they are still important to you...that things haven’t changed in that way.



When you died Michelle, we
thought about you and we
thought about our lives. You

reminded us of the things
we are grateful for ...




We wrote some of
these things down
and put them up on
a line to share with
each other ...
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You can send us your thoughts to: hello@paradigm-uk.org

Here are some helpful resources if someone you know who is
autistic or has a learning disability is ill or dying:

The PCPLD website has SO many great resources on it: www.pcpld.org/links-and-

resources/

Books Beyond Words has a great range of stories to help people talk about what’s going
on. They are picture-based. https://booksbeyondwords.co.uk/

The website easyhealth.org.uk has a great range of free health leaflets on it that are
more easy to understand.

This web page tells you what GP surgeries can do when working with patients who are
autistic or have a learning disability. www.cqc.org.uk/guidance-providers/gps/gp-
mythbuster-53-care-people-learning-disability-gp-practices

This tells you about the role of Learning Disability Liaison Nurses in hospitals that can
be so important in helping a patient with a learning disability or who is autistic through
their hospital journey.

The Government has asked the NHS to learn about the deaths of people with a learning
disability. You can find out about some of the findings here:
https://www.kcl.ac.uk/research/leder

As Chris, Michelle’s mum, reminds us, funding needs to be in place so that the right support
and training is available in health and social care to support autistic people and people with a
learning disability when they are ill or dying (at the time when they need it).
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