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Last year, you kindly took part in or supported
the Good Grief Connects research project.

With the project coming to an end, we would
like to thank you for your help and contribution.

We're sending you this short report to let you
know how the project went and what we found.
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Good Grief Connects was a which started in March 2022 with funding from
(the largest funder of community activity in the UK).

It was led by at the University of
Bristol.
The overall aim was to and create a more

Inclusive, compassionate and open society

Working alongside charities and community organisations,
in the UK which focused on death, dying and grief in minoritized ethnic
communities.
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You helped support our research about
within South Asian Communities.

We wanted to find out about
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Ethical approval for this study was obtained from the Faculty of Health Science Research Ethics Committee at the University of Bristol (ref:11581)
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= Data was collected between Nov 22 — Jan '24

= \WWe used notes and observations from the

on ACP which took place at Subco Trust
with Compassion in Dying

| | shared their thoughts and
experiences with Naheed during
conversations

We interviewed who work in Newham and
support people from the South Asian community
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The experiences of planning for future illness, end-of-life care and bereavement for

people from South Asian communities in the UK

Accessing information can be a challenge

(o I

= Information tends to be written or spoken in English which can be hard for
some people to understand.

Often people are signposted to information and resources which are
online, but not everyone can use the internet.

They say it plainly, in English. “It is your problem, you handle it”.
Subco FG1_P1 (Punjabi)

The information is needed in other languages, like Hindi, Bengali, etc. For
those who don’t know English, so they can read for themselves.
Subco FG3_P2 (Punjabi)

Sometimes it is available online. But sometimes, someone doesn’t

know how to go online... then it is another problem.
Subco FG1_P4 (Urdu)
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ﬂs hard to have conversations about planning ah%

Starting conversations with family and friends about future iliness, care
wishes and death is not easy.

Lots of healthcare professionals are also hesitant about starting these
conversations too.

Talking about death in the community is sometimes a taboo subject.

It can be hard to balance personal wishes with expectations and
pressure from other people in the local community.

I have told the children, (English) don’t listen to anyone. (Urdu) What we
have told you to do, you just do that [...] Somebody will say ‘bring horses’,
somebody will say ‘white chariots, black chariots’... no. Simple. | told my

\\ daughter don’t let anyone pressurize you. /

Subco FG2_P7 (Urdu)
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The experiences of planning for future illness, end-of-life care and bereavement for

people from South Asian communities in the UK

Planning ahead can be a good thing

@ming ahead isn’t just about finances and having a will.

= |t feels good to be able to think about future wishes and make sure this is
documented in case needed in the future with things like medical care.

= Being able to learn about advance care planning through the workshops
at Subco was useful and felt empowering.

= Finding out about planning ahead meant people started to talk about their
wishes with family members.

There shouldn’t be any difficulty because in my heart, | know what | want,
what kind of clothes, what kind of food [etc], what my children have to do

\\ after | am gone... | will tell them what to do. /

Subco FG2_P3 (Urdu)
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Faith, religion and culture are important
= Faith can be a useful springboard to talk about death, dying and grief.

= Faith leaders play a vital role in supporting communities through bridging
communication between healthcare professionals and community
members.

= South Asian cultures are varied and everyone is different. It's important
that healthcare professionals understand individual preferences and
provide appropriate support.

From a Muslim perspective, | think we try and talk about death as much
as possible, well | do anyway, as an imam [...] Sometimes the reminder
is about death and dying, and it’s about the temporary nature of this

world, the transitional nature of this world and the realities that we
believe in the hereafter and this is a temporary world.
Stakeholder Int 5
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What you helped us find out

The process & approach of developing and delivering the community workshops on ACP

Compassion in Dying & Subco Trust developing the

Subco members experiences of the workshops
workshops
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(Compassion in Dying &
Subco Trust) (forthcoming)

Planning for future illness & ACP

(Compassion in Dying)

Advance Care Planning with people
from South Asian Communities

(Good Grief Festival) (submitted)

Talking and Planning for End-of-Life
In South Asian Communities

Co-production in practice: A qualitative
study of the development and impact of
ACP workshops for South Asian elders

(EAPC (forthcoming)

seminar, 2023) Exploring planning ahead, end-of-life

Co-producing Advance Care Planning g care & bereavement for people from
workshops for South Asian Elders’ South Asian communities in the UK
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https://compassionindying.org.uk/resource/advance-care-planning-south-asian-communities/
https://compassionindying.org.uk/resource/advance-care-planning-south-asian-communities/
https://compassionindying.org.uk/resource/advance-care-planning-south-asian-communities/
https://youtu.be/xcX8NhMSluU
https://youtu.be/xcX8NhMSluU
https://www.youtube.com/watch?v=xcX8NhMSluU
https://aiihpc.org/wp-content/uploads/2023/11/Breakout-Session-1.pdf
https://aiihpc.org/wp-content/uploads/2023/11/Breakout-Session-1.pdf
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Contact & more information

GOOD GRIEF
CONNECTS

Dr Lucy Selman: lucy.selman@bristol.ac.uk
https://qgoodqgriefconnects.blogs.bristol.ac.uk/
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