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Loss and Bereavement 

Some important things to consider when talking to or supporting an autistic individual when a family member or someone significant to them has died.

	1
	Remember this could be their first experience of death and they may be totally unprepared as to what to do, how to respond or recognise and manage their feelings. Some autistic people describe physical and sensory reactions initially and delayed emotional responses. Make no assumptions or as few as possible!


	2
	Explain what death means using clear, unambiguous language. Avoid using expressions like “passed away” or “gone away to a better place”. You will need to consider the age and understanding of the autistic person or child. 

Carol Gray - Gray’s Guide to Loss, Learning and Children with ASD

Pathfinders, PFA Tips, Death and Grieving


	3
	Explain what is going to happen next. If it has not been possible for the autistic person to see the person as they were dying, it could be helpful for them to see the body to confirm that the person is not living and breathing and is dead. The Funeral Director could help with this. 


	4
	Explain about the funeral – cremation or burial and check if they wish to attend or not. Again the Funeral Director can also help with this and you could support your explanations with pictures and other information such as social stories. 

Purple Ella, Autism and Bereavement

National Autistic Society (NAS) Website


	5
	Be mindful of the person’s religious beliefs and cultural values and other customs. Talk about these – the funeral service, the “wake” and the buffet or meal after the funeral. This should help to support understanding and resolve confusion or conflicts.


	6
	[bookmark: _Hlk73547343]Be mindful of any practical or other consequences from this death e.g. financial worries and try to help resolve these. 


	7
	Support the autistic person to identify how they are feeling and explain how grief can affect people physically and emotionally. Explain that individuals can experience grief and loss in different ways and some people need a long time to recover. It could be helpful to support this with a social story or some additional information and resources. 


Emma Reardon’s article - My Father’s Death 


	8
	Sometimes when people die, people talk about the person who has died in very glowing positive terms and do not mention any negative aspects. An autistic person could challenge this by speaking honestly and you may need to explain this social convention “of speaking well of the dead” and other social conventions surrounding death and grieving.


	9
	You could also support the autistic person by helping them to prepare a memory box, book or poster of the person who has died if they would like to do this. They may wish to remember in a different way.


	10
	Life has changed, help the autistic person plan for the future as realistically and positively as possible.




And remember - Bereavements and loss take their toll on all of us. This is a time to take extra care and look after yourself whether you are supporting someone who is grieving or you are also grieving. 

Try to eat as healthily as possible, take regular exercise such as a daily walk, get enough sleep and plan time for relaxation and meeting and talking with others (virtually or face to face). 

Be kind to yourselves and seek additional support if you think you need this.


Anne Marie McKigney
27/06/2021
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My father’s death: the thoughts and perspectives of an autistic woman

My father’s death: the

thoughts and perspectives

of an autistic woman
Emma Reardon

Editorial comment

It is often written that autistic people respond differently to events and that other people
have difficulty in reading their emotions and gauging their emotional state. There is a risk
then that if an autistic child or adult does not express their emotions in a conventional
or typical way and appears to be unaffected by an event, that parents and carers offer
less support. In the case of the illness or death of a friend or relative, this can mean that
the autistic person is not fully informed or invited to the hospital or funeral, for example.
In addition, formal counselling or the opportunity to talk about the event may not be
offered. This personal account by Emma is very powerful and may be helpful for others
living or working with autistic children and adults experiencing difficult life events.

Address for
correspondence
E-mail: emma@
autismwellbeing.org.uk

Introduction

My fingers aren’t there! I'm sat scrolling through my
newsfeed on social media, trying to tap on a message
to open it and my fingers have disappeared. | can read
the screen of my phone but there are blank, blurry
patches where my fingers should be. | move them — or
do 1? | can’t see them and I'm never guite sure when |
can’t see bits of my body whether | can actually move
them or not.

| slowly move my phone around and realise that | have
tunnel vision with a ring of pixelated, almost kaleido-
scopic vision around it. If | move my head, | can fix
what | am locking at into the centre of my vision so that
| can see it. This isn't right, but | feel OK. | quickly scan
through my body: head — OK, no pain, no dizziness;
limbs — OK, no pain, they can move; body — my heart
isn’'t doing anything unusual, no pain or fluttering or
sickness from my tummy. | can think normally; I'm not
worrying; I'm not preoccupied; I'm just going about my
business as usual and this has happened.

This visual disturbance lasted for a few minutes and
then disappeared as suddenly as it came. It happened
a few times over the next few days.

My father’s death

Impact on my emotions

My dad died the day before | experienced this visual
disturbance for the first time. His death was expected and
in terms of relieving the dreadful suffering he had been
experiencing (and my family had been witnessing), it was
also arelease. | absolutely knew he was dead. There was
no shock, nor disbelief, nor denial. | was not at all sad. In
fact, I've just had a look in a book: The Emotion Thesaurus:
a writer's guide to character expression. This reference
book details 130 different emotions along with their
definitions, physical signals, internal sensations, mental
responses and all sorts of other information. | cannot find
a single emotion in there that described how | felt. | was
just 'normal for me’. My dad had died and that was that,
and that is how | still feel today, exactly two weeks later.
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But...
And this iIs important...

Not feeling emotional about it is not the same as not
caring or being cold hearted, or insensitive, or numb.
These are all emotions in their own right, albeit ones
that are viewed as negative or inappropriate for the
occasion, and my lack of emation was absolutely not
a lack of caring or compassion or anything else. It was
100 per cent neutral because it was nothing.

Impact on my senses

My other senses went into overdrive or became under
responsive too. My hearing became acutely sensitive
after | received the news of my dad’s death and my
hushand'’s breathing and son's wriggling around on his
chair annoyed me to the point of having to go out for a
walk. Walking is my escape, my passion, the best thing
| can do to regulate myself. The rhythm and movement
reset me, but, the noise of my footsteps which usually
provides me with a predictable sense of comfort, was
deafening and every noise hurt my ears. The fraffic on
the distant main road sounded like a tornado and any
noise from people was just too much to bear.

My sense of smell could pick up every scent around
and last night | had to wash my hair because someone
had been smoking as they walked past me when | was
at the cash point and | could still smell cigarettes on me
later that evening.

| felt more distressed by being given red coloured
soup the night my dad died than | did by his death. My
husband knows that | opt for yellow/beige/white focds
when I'm at all unsettled and red foods are an absolute
no-no. | couldn't force it down, even to be polite, even
though it was something | usually enjoyed.

Expectations about grief

and bereavement

There is an expectation surrounding grief and bereave-
ment. People are expected to go through a process
and there are recognised ‘norms’ of behaviour and
response. Along with that go typical rituals, protocols
and traditions. Most are unwritten and most are not

based on logic that can be worked out without prior
knowledge. The language of death continually uses
euphemisms. | know most of these but still get con-
fused. In fact, earlier this week, a neighbour posted
on Facebook that she had said 'goodbye to her dad
today'. | knew that this was about death and not a
holiday or going to work, for instance, but | had no idea
if she was referring 1o his death or his funeral and | also
knew not to ask.

No one in my family has told me that my dad has died.
| have heard the following things said: ‘He's gone’
(where exactly?!); ‘He's passed’ (an exam?!); ‘He's in a
better place now’ (is telling someone like me that takes
things literally, that death is better than being alive
actually a good idea?!). | spent time with my family and
the person that will be taking the funeral, talking about
my dad and his life and who he was and what he was
like. She asked us where we thought he is now and my
sister feels he's all around her, watching her, she can
feel him. My mum feels he’s ‘'up there’ and looked at the
ceiling, but | assume she means heaven, although he
wasn'’t religious so I'm not sure how that works. | think
he is probably in a fridge at the funeral parlour and |
don't really like thinking about that, although part of me
wants to know how that all works but, again, it is not the
type of thing you ask. Death is another situation where
you are not allowed to be honest as it could be insen-
sitive but you are allowed 1o lie or be delusional (and
there was me thinking | was the mad one for hearing
and seeing things that other pecple don't!).

Memories

| loved my dad and | love the positive memories | have
of him and | told the funeral celebrant about his hobbies
and our shared love of nature and my sister cried when
she shared her memories and my mum was quite choked
too. We all talked and | respected their descriptions of
where they feel he is and | didn't say anything that could
be seen as disrespectful. | liked talking about him. I'm
glad | can talk about him now that he has died because
it seemed rude to reminisce when he was alive, but he
spent a year in bed receiving end of life care and when |
thought of him before he died, it was the living, skeletal,
unresponsive, shell of a man he once was. Now that he
has died and all that | have is memories, | can remember
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the good bits with fondness and choose whether | remem-
ber the bad bits or at least work through them so they sit
OK with me. When he was alive, | imagined him as he
was at that moment. Now he has died, | can remember
whichever bits | wish 1o. | yawned a lot when I'd finished
talking about him tc the funeral worman, and | was sat in
a ball, rubbing my arms occasionally and | felt like I'd
run out of words and couldn't speak anymore. | had no
capacity left to make any decisions, no matter how small
- not even choosing a drink. My sister said | looked tired.
| wasn't. | explained to her that my constant yawning is
the same as her crying.

Responses to his death

I'm like the rest of my family in that my responses to my
dad’s death change and vary from day to day and hour
to hour. My family is going through shock, relief, anger
and sadness. | am going through visual disturbance,
acutely sensitive hearing, extra-clumsiness, intolerance
towards touch and an inability to make simple decisions
or organise myself. Are they more upset than me? Does
my lack of emotion mean he meant less to me? Is my
simplistic acceptance of the fact that he is dead a sign
that I'm not affected by it? No.

My body knows that something big needs to be pro-
cessed here and is letting me know by the way that it is
acting. That's why | am taking as much care of myself
as | would if | was having very emotional responses
to his death. | may not feel sad and | may look like
I'm coping but my body is telling me to take care of
myself and even if it doesn't make much sense to me
or anyone else, | still need to rest more, do the things
| love that bring me pleasure (and maybe focus those
intense sensory responses on my hobbies) and | need
other people to treat me with the same compassion,
sensitivity and kindness that they are showing my
crying relatives (just probably without all the hugging!).

Concluding comments

This account sums up the story of my life in terms of
processing significant events. Comments such as 'She
seems unaffected and completely uncaring’ followed
by ‘Why the hell is she still going on about that now - |
thought she was fine — attention seeking, overreacting
and making it all about herself’ when the feelings sink
in much later.

Like many aspects of being autistic, other people have
more of a problem with it than | do and | spend far too
much time trying to make sure | work out the ‘correct’
response instead of going with what is authentically me.
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