Supporting
communities through
bereavement and loss

Community Engagement Team
May 2021
1

Contents
Background
Research Aims
Methodology
Survey sample
Report summary
• Impact of bereavement on ethnically
diverse residents in West Sussex
• Impact of bereavement during Covid-19
• Community-led recommendations
Acknowledgements
2

Background
Why did the project come
about?

Covid-19 pandemic
impacted heavily on
communities.
Not having sufficient
evidence about
bereavement and loss
experiences and support
needs unmet.
Gathering insight on
diverse communities
experiences.

Timescale

This was a 5 month
project that commenced
in January 2021 and
ended in April2021.

Who

This was a research
and engagement
project carried out by
the community
engagement team at
Citizens Advice in
West Sussex with the
support of partners,
funders and members
of the diverse
communities.
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Research Aims

Identify the
impact of
bereavement
on ethnically
diverse
communities in
West Sussex.

Identify the
impact of
bereavement
during the
Covid-19
pandemic.

Identify
community-led
solutions to
alleviate the
impact of
bereavement.
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Methodology
271 comprehensive

surveys and 18 short
surveys
Online and printed
surveys to ensure
accessibility.
Surveys informed
our 1:1 interviews
and focus groups.

17 semi-structured
interviews
We interviewed
members of the
diverse
communities and
professionals.
Questions were
developed from
key themes
emerging from the
survey.

2 focus groups

Focus groups were
online throughout
the project, and
helped explore
and test emerging
themes.

4 in-depth
interviews
In-depth interviews
with members of
the Chagossian,
Polish and Gypsy,
Irish and Traveller
communities, to
test key findings
and provide
additional insight.

Thematic analysis was used to analyse all forms of qualitative data. Themes that occur in at least
half of the transcripts are considered recurrent, allowing for a greater interpretation of the
phenomenon under investigation and to minimise any potential analytical bias.
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Survey sample

Gender:

Location:
Adur
3%

Arun
1%

33% were male
65% were female
2% prefer not to say

Worthing
17%

Crawley
40%

Religion:
Buddhism
20%

Chichester
6%

Horsham
13%

Mid Sussex
15%

Other
5%

2% 3% 1%

36%

Christian
Hinduism

2%

Islam
Judasim
No religion

25%

11%

Other (please
specify)
Sikhism
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Ethnicity:
18.00%
16.00%
14.00%
12.00%
10.00%
8.00%
6.00%
4.00%
2.00%

Total

0.00%
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Preferred language:
70
60
50
40
30
20

Total

10

0
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Report Summary
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Impact of bereavement and loss in diverse communities in
West Sussex
Support needs
Our research investigated the type
of support that people needed
following a bereavement. This was
found to be very personal with a
number of variables including
existing support network, how the
loved one passed away, financial
and legal impacts which may add
to the grief.

In the first year following your loss, did you
need support with any of the following?
60.00%
50.00%
40.00%
30.00%
20.00%
10.00%
0.00%

Responses

Many people felt they did not know
what support they needed
immediately after they had been
bereaved.
10

Talking about bereavement
There were mixed views with some people
feeling strongly that their community would only
speak with people from within, whereas other
participants directly challenged this and
expressed a preference to speak with someone
from outside.
Who have you felt most comfortable
talking to about your loss?
80.00%
70.00%
60.00%
50.00%
40.00%
30.00%
20.00%
10.00%
0.00%

Responses

“I find if people ask how I am I have
to say OK so family and friends don't
worry. Loneliness is the worst.”

“It is a very personal and individual
experience. It would still help me to
be able to speak to someone who
had experienced the same, even
after years have gone by and could
also possibly help others cope.”

Speaking with family and friends
was strongly identified as being
important.
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Information on available support
A key finding that has come up consistently
throughout our research is the notion that
information on available support needs to be
clear, simple and centralised in order for
individuals to be aware.
57%

of people who had experienced a
bereavement more than a year ago expressed
that advice on funeral costs, pensions or money
issues related to loss would be helpful to
themselves or someone else experiencing
bereavement.

24% of respondents who had experienced a
bereavement last year expressed that they needed
support with registering the death and making funeral
arrangements.

“People until it hits them, they don’t
know and they aren’t prepared and
that is the problem.” Interviewee.

“It is difficult to understand how to
do the practical things like closing
bank accounts etc., especially when
you are feeling very low and don't
want to speak to anyone.” Survey
respondent.
Sharing and locating information
via central sources such as places
of worship, GPs and libraries as
well as other settings including
supermarket
noticeboards,
would allow people to have a
central point to turn to for
information when they are
experiencing a bereavement.
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Accessing Support
During the focus group and interviews,
participants discussed the views and potential
barriers that may prevent accessing support
within their communities. From this insight, there
are some indication that cultural stigma can play
a significant role in preventing people from
accessing support.

It is important to reassure and place
emphasis on the fact that accessing
support services will remain
confidential. This is to further help
individuals disregard and overlook
the stigma behind accessing support.

“There's a of lot shame around things […]
Initially it makes you feel like that you're
somehow weak because you had to
reach out to somebody that is
immediately the shame is triggered.”
Interviewee.

“Proud people in Jewish, Muslim,
Christian, Hindu etc communities – would
‘rather sell their china’ to afford funerals
than ask for help.” Member of the
community in a focus group.

“I think sometimes community members
are fearful of ‘will what I say stay private’
[..] If they could speak to someone who
isn’t embedded in the community and
someone who lives outside or even
online
from
a
different
area.”
Interviewee.
13

Language barriers
Language barriers have an impact on people
accessing and receiving effective support services
including bereavement support:
•
Difficulty on expressing feelings for those
whose primary language is other than English.
•
Barriers on accessing information on their
preferred language.
•
Families can become dependent on bilingual
members, including children to research
available support services and access them.

40% of our survey respondents

believed that talking to someone
who spoke the same language would
be important in supporting the
bereaved.

“I have been in counselling on a
group and this Polish man spoke
perfect English to my ears, he said he
had counselling and it was helpful,
but said he could not express himself
in English and wished he had a Polish
counsellor.” Interviewee.

“It is not because I am brown, I want
someone brown. If I speak in Iraqi
Arabic, I can feel the words […] it is
getting connected and having trust.”
Interviewee.
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Mustapha

Mustapha is in his seventies, retired and volunteers.
Before Covid he lost his son in sudden traumatic circumstances.
Some years later he became aware of the up and down process
of grieving, and is concerned and empathetic for those who have
lost people during the pandemic. He states that in the initial
shock following a bereavement it can be hard to know where to
turn.
He went to bereavement counselling for a time. Due to his
understanding of how the system works, he doesn’t feel that he
or his family faced any significant barriers to accessing the
support they needed following the bereavement.
In his volunteering work he supports people who don’t speak a
lot of English, and is very conscious that they face challenges to
get the support they need.
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Financial barriers
Legal and financial support are often identified as
important in improving mental health and
wellbeing. Our research suggests that financial
barriers are compounded by language
barriers too.
The financial support available,
such as Social Fund Funeral Grants, are not
widely known. When it is, there are often
misunderstandings on the level of support they
provide and the complexity, especially if the
bereaved person needs to apply for qualifying
benefits too.
Over 26% of our survey
respondents stated that they had
worries about paying for the
funeral of the deceased.

“The cost factor is one I would
highlight more than anything
else, the cost of burials for it to
go up almost every single year is
ridiculous, it is something
people can’t afford […] then
trying to borrow money as well
it can be difficult.” Interviewee.
“I did apply to a lot of grants, but
English is my second language,
and I did struggle during the
pandemic to reach out to the
services, but everything was
shut. You don’t know where to
turn.” Interviewee.
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Cultural appropriateness of support
Respondents frequently had concerns about
levels of cultural awareness in bereavement
support services. At such sensitive time,
community members wanted to know what they
would be understood, their cultural practices and
religious beliefs respected, and the support
offered would be relevant to these practices and
needs.

“It's really important in moments of
vulnerability to be supported by
someone you trust and understands
you.” Professional at Cruse.

"I wouldn't reach out to just a normal
bereavement service on the phone
helpline so to speak [...] I think that
maybe needs to be a little bit more
tailored to whatever your culture is. To
know, for example if you are offering a
telephone service that you know that
you know the person at the other end
[...] are aware of the way in which the
traditions around the death and what
goes on with that". Interviewee.
"In terms of counselling, the Islam
perspective is different, because we
believe in the afterlife and we believe
that we will meet each other again. So,
if you go for just traditional counselling
and bereavement counselling it is not
really about that." Interviewee.
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Sofia

Sofia is in her 40s, she moved to the UK as a child. She lost her
mum while studying for her degree in the UK and her dad when
she was a child. Sadly, her brother passed away during the start
of the pandemic.
Sofia shared that she had previously used a free counselling
service but had a poor experience which influenced her choice of
support when her brother died. Sofia said that she didn’t want
to “put” her grief on her family and explained she never really
‘got over it’ in reference to her parents passing. Unfortunately
she felt that the counsellors didn't understand her culture and
that the counsellor had made inappropriate comments and
assumptions about her culture.
As a result, Sofia explained she believes it is important for
counselling and other bereavement resources and services to be
culturally aware, especially of their client’s culture. She also
expressed that having a counsellor who is empathetic would
have been beneficial for her.
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Concerns surrounding rituals and funerals
Making a death appropriately was found to be important
cross-culturally.
28% of our survey respondents said organising the funeral
was important to them, this number reflects that in many
cases only close family members or next of kin are involved in
this work.
Expanding Mortuary time to support be accessible out of
office hours and recognising the impact of delayed burials with
the bereaved is important.

Grieving people have shown to be likely to go into
debt rather than not fulfil their obligations to
provide a respectful funeral for those they have
lost.
“The fees are ridiculous I feel, they’re very high. If there was
some kind of confidence that they’re not going to go any higher,
generally the feeling is that when the prices come, they do go
up every year. Muslims don’t really have a choice – cremation
is not a choice for us, there is only one option religiously that
we can do which is burial” West Sussex based Imam.

“We have a belief in our culture, that after 12
days we have to have a special Hindu
ceremony which lasts 4 hours it is done by a
priest, it is done at home and it involves a lot
of things that need to be done and offered to
the departed” Member of the Hindu
community.

"For example if someone passes away during
the weekend, the family want to bury the
deceased as soon as possible. But, the
hospital staff will say ‘no you have to collect
the death certificate from the bereavement
office on Monday’. So, if someone passes
away Friday evening, they are just lying there
in the morgue until Monday, and then the
body can be released from the Hospital. Just
getting all the paper work done and just
having access to the mortuary so the
deceased can be collected anytime even
out of office hours and the weekend is
something that is very important for us”.
Member of the Muslim community.
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Impact of bereavement during
the Covid-19 pandemic
Emotional impact of Covid-19

81% of respondents to our survey who experienced a

bereavement during Covid-19 felt the consequences of the
pandemic had a heightened negative impact on their own
or their family’s wellbeing. Common themes in the
challenges identified by our survey included practical and
emotional challenges:
restricted funeral arrangements
limited contact in the final days
being unable to say goodbye
Difficulty arranging medical appointments or professional
counselling.
• Difficulties registering the death or arranging the funeral.
• Challenges with legal and practical issues, e.g. changing
property names, sorting bank accounts, etc.
•
•
•
•

“The impact on our family has been huge. It
was my daughter-in-law aged 53 who died
from a cardiac arrest. My son is distraught and
his children have been unable to visit enough
due to Covid restrictions.”
"With COVID it's been really stressful for us as
you know. Stressful for everyone so you're
having personal stress with the COVID
experiences [...] we just all be having real ups
and downs with our emotions anyway and
then to find out just felt really disconnected
the way she went. Just our lack of ability to be
able to see her to reach out to her. You know,
it has been really hard and just shocking".
Interviewee.
“I feel guilt for not being able to see my
husband regularly before he passed.”
“I live by myself with no other family to talk to.”
“I lost my partner through suicide and he was
missing for the 24 hours before his death. I
had to explain to my children what happened
and they were only 7 and 5 at the time.”
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Limited contact before death
Limited contact with someone before death can have a
negative effect in the grieving process. Multiple survey
respondents cited Covid-19 restrictions as the reason they
were unable to visit or be with family members upon their
passing.
We also identified religious practices that are affected by not
having contact with someone before their death.

37% of our survey respondents answered that

they were unable to say goodbye before a death
occurred, 80% of these had experienced their
bereavement in the last year.

44% experienced limited contact in their last
days, of these, 61% experienced
bereavement in the last year.

their

“When death is imminent, there are
certain things as a Muslim we have
to recite close to the ear of the
person who is about to pass away."
Interviewee.

“My husband was in a care home
but picked up the virus in hospital. I
was not able to visit for the last 6
weeks of his life.”
“My mother died in her care home
with Covid 4 weeks ago. I was able
to see her a few days before but
couldn’t be with her when she died.
My brother is in Switzerland so
unable to come over here.”
“I was unable to meet with my
immediate family. My elderly father
was unable to attend my brother's
funeral, as was I. A dreadful set of
circumstances for us all.”
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Restrictions on bereavement rituals

Interviewees and survey respondents from a range of
cultural backgrounds mentioned the importance of
being able to gather as a community after a person
dies.
Among ethnically diverse communities, spiritual belief
and religious faith have been identified as an
essential coping mechanism for stress and
depression. These key coping mechanism were
challenged due to the restrictions under Covid, seeing
large communities, religious gatherings and places of
worship closed or restricted in numbers.

39%

of survey respondents who had
experienced a bereavement in the last year
said it would be helpful for them, or someone
they knew, to attend religious gatherings.

"The numbers have been a bit of problem as there is
something we do called the ‘Janazah Prayer’ for the
forgiveness of the deceased and for God to show
Mercy on the deceased, before they are taken for
burial […]. That is difficult for us as generally there
might be over 100 people for the Janazah." Member
of the Muslim community
"With the Jewish religion, we have the burial and
then a year later we have a stone setting, which is
basically put the headstone in and saying prayers
over the headstone, but we can't have that at the
moment because of COVID, due to the restriction in
numbers. That makes me feel really guilty." Member
of the Jewish community
“In Mauritius, if we pass away today, tomorrow will
be the funeral. So all family would gather in the
house, even here in the UK, we will have prayer for
8 days. Then when we did the funeral, we went to
the church, we do the church ceremony, after that all
the family, we go to the cemetery, after the cemetery
all of the family and friends gather together to have
some memories about the person who has passed
away and also we share food and have a little
prayer and then everyone goes home." Member of
the Mauritian community
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Social and community support
The impact of Covid-19 highlighted the
significance of this particular theme, as a wide
range of interviewees and survey respondents
expressed how the pandemic had heavily
impacted certain traditions and rituals which
involved the family and others to come together.
55% of survey respondents who had
experienced a bereavement in the last year
expressed that supporting loved ones was
the most important activity.
Having the social and community
support around bereaved individuals can
play a key role in aiding the initial
grieving process.

“The fact that togetherness wasn’t
there made it really hard. Normally
when funerals happen for us, that
togetherness is the most important
thing, that we are all together and
that we are grieving together.”
Interviewee.
“With our cultures, I think that getting
together and being together is a
form of bereavement counselling.”
Interviewee.

“Normal times in our culture – even if
you vaguely know the person you
would go to the funeral and pay a
visit to the family home.”
Interviewee.
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Mary is a 62 year old wife, grandmother and Churchgoing community
leader. Her close friend lived and worked in London as a frontline
worker. As a single parent, he felt he couldn’t stop working, even after
becoming short of breath. A week later, he still refused to go to
hospital as he was worried about the financial implications of missing
work, he could barely breathe. Mary intervened to ensure an
ambulance was called but sadly he died the next day.

Mary

COVID-19 restrictions made the grieving process extremely difficult.
She couldn’t travel to support her friend’s family, it was an extremely
lonely time for everyone involved. It was her first time watching a
funeral over Zoom, which was also very sad.
If it hadn’t been for COVID, Mary would have stayed with the family
for days or even weeks. She would have cried with them, talked with
them about their experience and comforted them. In their cultures,
being together, with family and friends, is a form of bereavement
counselling, and is essential to the grieving process.
However, she thinks bereavement counselling would be helpful to a
number of people at a later stage in the process.
24

Being overlooked for support
Findings suggest that children and young people
may be overlooked when it comes to support both
in general and when experiencing a bereavement.

Communities also raised that young people had not
been fully supported during the pandemic more
generally, for example some children were not fully
equipped with IT equipment in order to complete
their homework.
An interviewee shared that a family member
wanted her children to access counselling
with the school following a bereavement,
however, they were told that only one child
could use the service. Such services could
have been beneficial after going through
traumatic experiences.
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Community-led recommendations
Our research has highlighted issues that were both present before the pandemic, and
long before it. Confidence in the community will depend on genuine, lasting change, as a
result of this work. To help tackle the issues affecting how people experience
bereavement the following recommendations are proposed based on our research
findings:
Integrated approach to improve access to key services.
Ensuring all information resources are accessible, centrally available and
promoted through a rage of channels.
Sharing information amongst local trusted sources.
Increase Equality, Diversity and Inclusion training.
Widely promote a culture that supports talking about death more openly
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An integrated approach to
accessing services
Grieving is a personal experience, but
cultural practices and beliefs can impact
on the way we experience it and the
specific support we need.
Working in collaboration with health
services,
Local
Authorities,
faith/community leaders and the funeral
industry via co-design public awareness
campaign on death procedures and
support which includes clear messaging
in plain English and the use of
infographics.

Ensuring all information resources are
accessible, centrally available and
promoted through a range of
channels
When discussing the complex emotions of
bereavement and loss many participants who
did not have English as a first language
reported finding it easier to express
themselves in the native language, even if
they were usually confident English speakers.
Expanding possibilities to access bereavement
support services using other languages when
possible, could help meet this need.
Additionally, where services are available in
multiple languages, promotion of these
services through a rage of channels also
needs to be shared in those languages.
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Sharing information amongst local trusted
sources
An interviewee shared
how in their community,
they have nominated
undertakers who are
familiar with the Hindu
way
of
conducting
funerals and can support
families experiencing a
bereavement. If there is
anything missing that the
family does not know, the
undertakers
are
sufficiently experienced
to give advice.

Many people we spoke to had been confused about what to do
immediately following a death. At a later date, they had not
known about bereavement support available, where to access
it or assumed it would be meet their needs. It must be
recognised that for many, it is very difficult to process
complexity in the immediate aftermath so considering best
points to provide that information is crucial.
A long-term campaign sharing bereavement services, targeted
across different cultures could help spread awareness of what
is available and encourage a ‘culture of openness’. This should
include culturally relevant examples, using visual and plain
language and information sessions for community leads.
Campaigning should also include connecting with local faith
and community leaders, as well as pre-existing networks, so
they can spread the information widely across the
28
communities.

Increase Equality, Diversity and Inclusion training
Staff and volunteers at support services overall do an
amazing job. We spoke with people who had a great deal of
praise for the support they experienced from the health and
other statutory services. Meeting the needs of diverse
communities was high on the list of priorities for
professionals we spoke to, and some had extended their offer
in recent years.

However, engagement feedback highlighted a tendency for
services to centre on Western, atheist, or Christian ideas of
death and bereavement. These are not always transferrable
when providing services to people from diverse backgrounds
who have different beliefs and experiences.
Ensuring people supporting the bereaved have knowledge
and empathy for different cultural practices and beliefs can
help ensure services meet the needs of a wider range of
people.
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Promote a culture that supports talking
about death openly
Widely promote a culture that supports talking about
the death openly including better information on the
legal, financial and practical steps which are available
to help support the bereaved. This can help to break
any stigma and raise awareness of support services
available.

Where English is a second language, consideration
should be made to signpost the bereaved to
individuals who share their cultural background for
additional support where appropriate.
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