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Executive Summary

Executive Summary
Introduction
„Bereavement can give rise to a wide range of
needs – practical, financial, social, emotional
and spiritual. There might be needs for
information about loss and grief, needs to
pursue particular cultural practices, needs for
additional support to deal with the emotional
and psychological impact of loss by death or, in
a small number of circumstances, specific needs
for mental health service intervention to cope
with a mental health problem related to loss by
death‟
National Institute for Health & Clinical Excellence (NICE), 2004.

This study was commissioned by the Palliative and End of Life Care
Programme Board of NHS East of England. Its aim was to explore the
experiences, support and information needs of people in the East of
England who have lost somebody close to them.
The study sought to address the following questions:





What needs do participants have as a consequence of their
loss?
What support and information is needed at different stages in
the bereavement process and how have people accessed it?
How do participants feel that their loss and resulting needs were
acknowledged and responded to by health professionals?
How did the environment or facilities impact upon their
experience?

The findings will be used to inform the development of
bereavement information and service provision in the East of
England.
The study involved 43 people in consultation workshops which took
place in each of the six counties of the East of England in
September 2010. All of the participants had recent experience of
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bereavement having lost someone close to them, most within the
last 6 to 18 months.
In order to help participants explore a difficult and emotional issue,
Cultural Intelligence utilised a creative consultation methodology,
delivering a series of exercises specifically designed to enable
meaningful participation and feedback on the experience of
bereavement.
Participants were recruited through referrals from hospitals and
hospices, health services and counselling services, religious and
community organisations. Recruitment was extremely challenging
but the final sample included a good mix of men and women of a
range of ages from 25 to 85. The sample included people whose
loss had occurred in a variety of settings including hospital, hospice
and home. Approximately one third of participants had
experienced an unexpected bereavement. Approximately one
quarter of respondents had received no formal bereavement
support.

Findings
The main body of the report provides detailed findings grouped by
time period i.e. ‘Before the Death’, ‘Around the Death’ and ‘After
the Death’. They are summarised here by theme.
Quality and experience of care
Overall, participants’ experiences of a loved one dying at home or
at a hospice were more positive than experiences that occurred in
a hospital setting. This was primarily due to the quality of emotional
and practical support provided by hospices to both the patient and
their family and, for those whose loved one had died at home, a
feeling that they had, themselves, been able to provide good
quality care.
Many participants spoke highly of their experience of treatment
and care in NHS and hospice settings. However, lack of continuity of
care in hospital was a concern for many participants whose loved
one had been cared for in a hospital setting. Doubts and
unanswered questions about the quality of treatment and care
impact negatively upon the bereavement process. Mis-diagnosis or
late diagnosis also created long term feelings of anger and
resentment.
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Quite a number of participants felt that family members were not
treated sensitively by hospital staff. This is in contrast to feedback
about the treatment of family by hospices, where participants had
very positive experiences and felt that staff had more time to
support the family, and children in particular.
Whilst a few participants praised the NHS for the care and treatment
their loved ones had received in hospital around the time of death,
quite a number reported experiences that had created distress,
both at the time and later when reflected upon during
bereavement. These experiences were primarily around insensitive
communication, a perceived uncaring attitude, lack of privacy and
lack of support after a death.
Communication and information issues
A lack of information and communication can lead to questions
around the quality of treatment and care, creating emotional
difficulties before the death and during bereavement. Bereaved
people can benefit from subsequently learning and understanding
the facts relating to the care and death of their loved one.
Insensitive communications at key moments such as diagnosis are
remembered and undermine trust in health professionals and the
health system, causing distress that can last for months and years
after the death of a loved one.
Participants wanted information to be communicated at the right
time in a way which is respectful, sensitive to individual need, and
easy to understand, allowing time for questions and discussion.
Participants needed to feel that they were being listened to, that
their views were taken seriously and wanted guidance to help
them understand the options.
A few participants found it difficult to keep track of the range of
services and health professionals involved in their loved one’s care
before the death ..
Participants experienced difficulty and stress in understanding and
coping with required practical procedures following the death e.g.
registering the death, dealing with the Coroner’s office, probate,
accessing benefits. The provision of clear practical information,
guidance and support would have helped many participants at this
time.
© Cultural Intelligence Ltd
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Communications between health services and the bereaved need
to be very clear and carefully managed because a state of
confusion and emotional turmoil can extend well beyond the
immediate aftermath of the death.
It is important to the bereaved that avenues of communication with
heath services remain open beyond the immediate aftermath of
the death.
Emotional support and sensitivity
Emotional support, counselling and preparation before the death of
a loved one is valued highly, both at the time and reflecting back
during bereavement. A few participants pointed to the importance
of a non-clinical support role in a hospital setting.
A few participants felt that more flexible visiting hours would have
helped them while their loved ones were in hospital. Inflexible
visiting hours contributed to participants’ perception that they were
not being treated sensitively.
Many participants who had received counselling and/or group
support following their loss valued it highly and felt it had helped
them cope with the bereavement process. A few participants
reported difficulties in accessing such support and there is some
evidence to suggest that services are not evenly distributed across
the region.
The bereavement support for young children provided by schools
and hospices was highly valued by parents.
Information and support systems
Participants would value a more systematic offer of bereavement
support. Support can be required some considerable time after the
death and services need to take this on board and renew offers of
support over time.
A personal offer from a trusted agency is more likely to be taken up
than an offer made only in leaflet form.
Evidence suggested that people experiencing a sudden or
unexpected loss may be less likely to receive offers of support
following the death, though further research would be required to
confirm this and explore it further.
© Cultural Intelligence Ltd
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Those most significantly affected by a death may not be limited to
the next of kin and the next of kin may not be best placed to act as
a conduit for information.
Local and free were identified as extremely important aspects of
bereavement support.
There is a need to raise awareness of local bereavement services,
amongst health professionals, e.g. GPs, and the public.

Conclusions
The study successfully engaged a wide range of recently bereaved
adults from across the East of England. The methodology was
effective in enabling exploration of the information and support
needs of bereaved people.
Although the sample included people from groups with specific
needs e.g. cultural or religious needs and people who lost a child,
few specific needs relating to these groups were identified as
generic issues tended to dominate. Further research involving
targeted groups or paired interviews would be needed to generate
insights against specific groups.
The following points were identified as being key to the provision of
quality support and information for people who experience
bereavement as a result of the death of someone close to them.
For a full understanding of the issues please refer to the main body
of the report.
Before and around the time of death
1. Quality non clinical emotional and practical support that
responds to individual need
2. Caring and sensitive treatment of the patient and family
members
3. Timely, clear and accessible information relating to diagnosis,
treatment and services, communicated in a sensitive manner
4. Continuity of care in hospital
5. Support to enable a ‘home death’
© Cultural Intelligence Ltd
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6. Facilities in hospital and hospice settings allowing privacy around
the time of death and time with the body after death
7. Follow up immediately after death to acknowledge the death
and offer sympathy, information and support
8. Provision of clear, practical guidance and support to help
people deal with the practical procedures following the death

Following the death
1. Systematic offers of bereavement support that acknowledge
that, while some people may require support soon after a death,
others may not be open to support until later
2. Proactive offers of bereavement support that extend beyond
the next of kin to others affected by a death
3. Bespoke support services for children
4. Personal offers of support from a trusted agency
5. High levels of awareness of local bereavement services amongst
health professionals and the general public
6. Availability of local and free bereavement support services
7. Avenues of communication between health services and
bereaved people
8. Communications that understand that the confused and difficult
emotional state experienced by bereaved people can continue
for a significant time period beyond the death
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Introduction
The National End of Life Care Strategy recommends that all health,
emergency and social care services providing care at the end of
life and into bereavement should offer information on how to
access comprehensive and culturally appropriate bereavement
and support services.
This study was commissioned by the Palliative and End of Life Care
Programme Board of NHS East of England. Its aim was to explore the
experiences, support and information needs of people in the East of
England who have lost somebody close to them. It will be used to
inform the development of bereavement information and service
provision in the East of England.
The study involved 43 people in creative consultation workshops
which took place in each of the six counties of the East of England
in September 2010.
The study sought to address such questions as:





What needs do participants have as a consequence of their
loss?
What support and information is needed at different stages in
the bereavement process and how have people accessed it?
How do participants feel that their loss and resulting needs were
acknowledged and responded to by health professionals?
How did the environment or facilities impact upon their
experience?

The sample plan sought to include a wide range of participants in
order to include the views and experiences of people from different
groups e.g.:




people with specific cultural needs
people who have lost a child
people whose loss was unexpected

The purpose of this paper is to report the findings of the study.
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Methodology
The key challenges presented by the qualitative study were as
follows:





Identifying people who fitted the recruitment specification and
were prepared to meet with others to talk about their recent
experience of bereavement
Providing a context which helps people to discuss a sensitive and
personal topic
Ensuring the inclusion of people who may have low confidence,
may not be particularly articulate or who may have low literacy
skills in the English language
Capturing the diversity of experience of people from across the
East of England

The methodology we proposed drew on creative consultation
techniques and user-led design methodologies to involve a number
of people in consultation workshops in which participants worked
together to share their experience and identify the important
criteria for information and support relating to bereavement.
We recommended the use of creative consultation methodology
because it is particularly effective at facilitating research around
challenging subjects and with seldom heard groups such as people
with learning difficulties or people with mental health issues.
We worked with our Creative Associate Caroline Wright who is a
successful contemporary artist and also has a strong practice in
social care and health environments.
The benefits of a creative approach are as follows:




The creative approach helps to engage participants in exploring
sensitive or difficult topics.
The use of a creative approach signals to partner agencies that
we understand the constraints of working with some client
groups and this engenders confidence in the process.
Engaging in an expressive creative activity appears to direct or
reduce emotion.
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The creative approach enables us to establish non-verbal means
of consultation which allows participants who are not adept at
verbal or literal communication to contribute to the research.
The creative approach lends itself to being adapted, to respond
to different abilities and contexts.
The creative approach helps to establish a level playing field for
all participants.
Groups enjoy the experience more than they do a traditional
methodology.

The groups were held in attractive venues such as heritage settings
in six locations across the East of England. Venues with a health or
religious purpose were avoided. Each venue included a quiet
space where participants could sit quietly if they wished. Events
were held at a range of times appropriate to the needs of the
participating group.
In designing the approach we were grateful for the support of the
Family Liaison Team at St Elizabeth’s Hospice, Ipswich who provided
advice on working with recently bereaved people. Before fieldwork
commenced the workshop was piloted with people who were
bereaved more than 2 years ago.

Recruitment
The aim was to recruit 8 to 12 people for each group. Although this
was not quite achieved for all groups, a total of 50 people were
recruited across all six groups.
All participants were over 18. The vast majority had lost a close
relative or friend approximately 6 to 18 months ago, though a few
had experienced more recent or longer term loss. While people in
this period would still be experiencing the process of bereavement,
it was hoped that they would have a broader understanding of it as
a process than the more recently bereaved and would be
emotionally better placed to engage with the study.
No sample framework was available against which to judge the
extent to which those involved were representative of those
bereaved through the death of somebody close to them in the East
of England. However, efforts were to made to ensure that each
group had a good mix of men and women and a mix of people
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whose bereavement occurred in a hospice, hospital and in a nonmedical context e.g. home.
Across the whole of the sample we sought to include a number of
people who:










Had experienced a sudden and unexpected loss
Had experienced an expected loss following a long illness
Had experienced an unexpected loss after a rapid and
unexpected deterioration of a long term condition
Had and had not received bereavement support
Had experienced the loss of someone with a mental health
condition
Were aged under 45
Had lost a child
Lived in a rural area at the time of the death
Were from minority ethnic groups

We planned to recruit participants through contacts referred by
referring agents such as acute trusts, GP practices, spiritual leaders,
family carer groups, school and college pastoral care staff, medical
support groups and bereavement support groups.
A quantitative survey conducted by another team of researchers
was planned to run in parallel to the qualitative study, and it was
expected that this would help to identify interested participants.
However, the survey timetable slipped and this was not possible.
In the event recruitment proved to be extremely challenging. Whilst
hospices were generally supportive, acute trusts (with one or two
exceptions) were nervous about contacting relatives of people who
had died in their hospitals and most declined to help. Likewise, we
found funeral directors and care homes to be reticent about
contacting clients.
Recruitment was also badly hit by the summer holiday period with
key decision-makers away on leave. In the event we had to
contact more than 220 organisations across the East of England in
order to register 50 people. This said, the result was that participants
came from a very broad range of sources, which helps to
strengthen the study.
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Figure 1 43 people participated in the workshops

Due to the nature of the topic, participants were permitted to bring
a companion who was permitted to sit in on the workshops but not
to contribute.

Who took part
Of the 50 people registered and booked-in, 43 people actually
participated in the workshops. 67% of these were female and 33%
male. 2 participants had English as a second language. 3 or 4 more
were from black or minority ethnic backgrounds.
Age
18-24
25-34
35-44
45-54
55-64
65-74
75-84
85+

Count
0
1
4
9
15
10
3
1
43

Percent
0%
2%
9%
21%
35%
23%
7%
2%
100%

Figure 2 Age of participants
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23% of participants (10) lived in a rural setting at the time of the
death (i.e. more than 5 miles from a town with a general hospital).
75% (32) of the participants said that they were in the role of
principal carer at the time of the death, although for significant
number this had not been a long-term commitment.
12% were not the principal carer and for 12% the question was not
relevant to the death in question.
Relationship
Close friend, relative or carer
Spouse or partner
The person who died was my son or daughter
None of the above but I was the person's carer

Count
10
29
3
1
43

%
23%
67%
7%
2%
100%

Figure 3 Participant relationships

In 23% of cases, the person who died had a mental health issue.
More than a quarter of participants had received no formal
bereavement support.
Source of bereavement support
Hospice bereavement support
Hospital or health service bereavement support
Support group bereavement service, such as Cruse, Marie Curie, MacMillan, etc
Other support such as religious, community group, etc
I didn't receive any formal support from any organisation
Don't know or none of the above

Count
16
5
10
3
11
1
43

Figure 4 Source of bereavement support

For more than a third of participants, the death came without
warning.
Expectedness of death
Anticipated for a month or more
Anticipated for a week or some weeks
Anticipated for only a day or a few days
The death was unexpected
Don't know or none of the above apply

Count
13
9
4
15
2
43

Percent
30%
21%
9%
35%
5%
100%

Figure 5 Expectedness of death
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72% of participants had experienced their loss 6 to 18 months ago
with a few falling a little outside these parameters.
Time elapsed since the death
Less than 6 months
6 to 12 months
12 to 18 months
18 to 24 months
More than 24 months

Count Percent
4
9%
20
47%
11
26%
4
9%
4
9%
43
100%

Figure 6 Time elapsed since the death

In addition to the six groups, a pilot session was held in Colchester
with people who had lost someone close to them 2 to 5 years ago.
Where relevant, the views of these participants have been included
in the analysis. Although these participants’ loss took place 2 to 5
years ago, all were still receiving bereavement support.
The sample plan sought to include a wide range of participants so
that it might be possible to report on the specific needs and
experience of people with particular cultural or spiritual needs,
people who have lost a child, people whose loss was unexpected,
etc.
Where such needs were identified for example, where children are
involved, these are identified although it was found that most basic
needs and experiences were common across the whole sample
with the greatest difference being determined by the nature of the
health service involved.
It would be necessary to run further more targeted groups or paired
interviews to identify needs relating specifically to these particular
groups.

Consultation framework and evidence capture
A consultation framework was agreed. It set out the following areas
for the study to consider1.

1

The Consultation Framework is provided in Appendix 2
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What needs do participants have as a consequence of their
loss? (practical, financial, social, emotional, spiritual,
expected/unexpected loss).



How have people accessed support or information? What
worked well, less well?



How well do participants feel that their loss and resulting needs
were respected, understood, responded to by the health
professionals they had dealings with? What would have
improved matters?



What support and information would have helped but was not
available?



How do they feel about the attitude of staff and staffs’ ability to
respond to their needs? What would have improved matters?



How did the environment or facilities impact upon their
experience?



What support/information is needed at different stages in the
bereavement process?

A two hour workshop was designed to explore these topics.
The design of the workshop acknowledged the need of the recently
bereaved to tell the story of their loss. By working through a
sequence of exercises, they were enabled first to report and then
explore and reflect on their experiences. This process was designed
to ensure that participants were able to provide well considered
views on bereavement support and information services.
The pattern of individual or paired work followed by sharing with the
group and group discussion was designed to provide a sifting and
filtering process whereby the individuals prioritised their feedback to
the group and the group was able to endorse or comment on the
points put forward.
The format of the workshop is outlined in Figure 7.
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Introductions
and formalities

Introduce the subject, obtain permissions,
confidentiality, etc.

Icebreaker

Share an aspiration with the group – someone
they’d like to meet, something they’d like to do.

Participants as
researchers

Working in pairs, participants briefly told each
other their bereavement story, whilst the other
listened and noted points at which they felt the
experience could have been helped by
support or information. Each participant took a
turn at being storyteller and listener.

Group discussion

The listener reported key points they had
identified which would have made the
storyteller’s experience of bereavement less
difficult. Followed by group discussion.

The tree exercise
(table top)

Working in groups of 3 or 4, participants
decorated and annotated a drawing of a tree
to explore the different time periods in their
bereavement, bearing in mind emotional,
practical, financial, spiritual and social factors.
Tree roots symbolised the period before the
death, the trunk symbolised around the time of
the death, the branches symbolised the months
and years after the death. At two points in the
exercise, the groups were interviewed about
their experience.

The tree exercise
(3D tree)

Reflecting on their experience, participants
hung messages on a three dimensional tree as
recommendations (to the NHS and other
support/info services) for how people
experiencing bereavement should be
supported.

Group discussion

The group considered the messages hung on
the tree identifying those they felt to be most
important.
Participants were given the opportunity to raise
any other issues before the group closed.
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Message in a
bottle

Bottles and message pads were available
throughout the sessions so that participants
could provide thoughts or feedback privately if
they wanted.

Figure 7 Format of workshops

Evidence was captured through video and audio recording,
annotated artwork, flip charts, tree messages and messages in a
bottle.

The Creative Methodology
a commentary on the creative process by Caroline Wright
Artist/Researcher
The responsibility of the creative methodology is extensive – it must
provide an appropriate framework for the expression of feelings,
emotions and views and it is required to reduce apprehension in
participants who might feel they are not creative or are generally
worried about taking part as a whole. The creative process needs to
engender openness for participants to feel they are able to
contribute freely and working in this way offers the opportunity for
simultaneous group work providing a level starting point that avoids
hierarchical positioning. Those less able to contribute verbally for
whatever reason are able to exercise an alternative method of
communication through the creative making process. Creative
approaches are particularly effective when researching
challenging subjects and for this and the reasons stated above
every methodology is bespoke to each research project.
For Understanding Bereavement, the workshop was designed to
gather information sequentially through a series of linked exercises
allowing an incremental depth of questioning into the subject. The
sectioned approach afforded the researchers the opportunity to
pose different consultation questions throughout the workshop in a
structured and carefully timed manner. Symbolic references to
growth and renewal through the use of the tree motif helped
participants to position their thoughts and provision of a range of
familiar materials (pens, pencils, coloured paper, ribbon, labels)
afforded participants a freedom to be expressive in their creative
responses without feeling restricted by lack of skill. The ice breaker
and initial exercise (participants as researchers) fulfilled two key
© Cultural Intelligence Ltd
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functions; they allowed participants to get to know each other and
to share their experiences, building openness and mutual support.
Participants as Researchers additionally offered a semi private
opportunity for people to tell their story and in so doing, to
immediately feel their voice is being heard and to develop trust
between each other.
The subsequent, more detailed exercises based around the tree
offered a shared creative experience to prompt open discussion,
sharing and debate around personal experiences. The use of the
sectioned tree provided compartmentalisation of information,
giving participants a clear framework within which to express their
views relevant to particular stages of their bereavement. Evidence
capture during this section of the workshop was particularly
valuable since researchers could naturally pinpoint experiences
without unnecessary probing. In concluding the workshop,
researchers were able to draw from the content of the creative
work to prompt collective reflection and sharing or to focus on
specific areas where information was sparse.
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Figure 8 Table top tree

Analysis and reporting
Working independently, two researchers led three workshops each
and recorded the evidence from the workshops they ran using an
evidence template based on the consultation framework. In this
way they gained an overview of the full scope of evidence before
each focused on specific periods for the analysis and reporting.
Evidence from video interviews and audio recorded group
discussion for each group was typed-up in note form with verbatim
quotations.
This evidence, along with evidence from the artwork, flip charts, tree
and bottle messages was then sorted for each group by topic such
as ‘What would have helped’, ‘How they accessed support’, ‘What
© Cultural Intelligence Ltd
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went well’, ‘What went less well’ and the time phase i.e. ‘Before’,
‘Around’ and ‘After the death’.
The six sets of evidence were then collated by the three different
time periods. Each item of evidence was then coded and findings
identified for reporting.

Reading this report
Findings are presented in three chronological phases, each of
which has distinct characteristics.
Before the death – from the period around the diagnosis until death
was expected to be very soon.
Around the time of death – the period from when the death was
expected very soon up to the funeral.
After the death – the months and years following the funeral.
Whilst it is important to avoid drawing quantitative conclusions from
this report, care has been taken to indicate the extent to which
views were widely expressed. Use of terms such as ‘one or two’, ‘a
few’, ‘quite a few’, ‘quite a number’ and ‘many’ are used
deliberately and consistently to indicate the extent to which views
are widely shared by participants.
We use the term ‘loved one’ to refer to the person who died. This
term is not intended to describe the nature of the bond between
the participant and the person who died.
The intense and emotional experience of bereavement, particularly
around key moments such as receiving important news and around
the time of death, means that not all evidence can be taken at
face value. By this we mean that perceptions can be influenced by
emotional state so that, for example, two people involved in the
same communication about the care of the same patient can
come away with a different understanding of what was said.
Furthermore, the process of bereavement can create memories of
a particular sequence of events which may not always be
comprehensive or balanced in detail. It is therefore necessary to
treat some individual items of evidence with a degree of caution.
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Images are used with the permission of the participants.

Figure 9 Hanging recommendations on the 3D tree
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Before the death
This section of the report describes findings relating to the period of
time from a loved one’s diagnosis, up to the last few days or weeks
of their life.

Introduction
This section of the report draws upon the experiences and views of
participants who have lost someone close to them following an
illness. In many cases the death was expected, although in some
cases it followed a rapid and unexpected deterioration in their
condition. In a few cases the person who died was ill but had not
received a terminal diagnosis.
It is clear that participants’ experiences during this time impacted
significantly upon their emotional state during bereavement later
on. Negative experiences created bad memories and feelings of
guilt, anger and resentment, making the bereavement process
more difficult. Conversely, positive experiences were a source of
comfort during bereavement.
Because participants felt emotionally fragile and vulnerable during
this difficult time, they may have been less able to absorb
information and it is possible that negative experiences had a
heightened impact on them. The sensitive emotional state at this
time creates particular needs relating to information provision,
communication with health professionals and support.
Participants’ experience of bereavement is strongly affected by
perceptions around the quality of care and treatment their loved
ones received.

Diagnosis and important news
Positive experiences
Diagnosis and important news was the only area where participants
did not report any positive experiences. This is perhaps unsurprising,
given the painful nature of the information being relayed.
© Cultural Intelligence Ltd
www.researchingpeople.org.uk
26

Before the death

Negative experiences
Quite a number of participants reported experience of misdiagnosis or late diagnosis and were clear that this had created
long term feelings of anger and resentment that a death could
have been avoided, or that valuable time with a loved one had
been lost. Participants were very clear that such feelings made
bereavement harder to cope with.
“The diagnosis was totally missed, again and
again... it makes me angry. I think about it most
days. It will never leave me...I trusted them
wholeheartedly.”
Woman in Peterborough group who lost her husband

“There‟s always guilt when someone dies,
always something you didn‟t do...and I feel I
didn‟t look after him properly cos I was nagging
him till he got diagnosed.”
Woman in Ipswich group who lost her partner, following a late diagnosis

Quite a number of participants felt strongly that they had been let
down by their GP who had missed signs of illness.

Figure 10 Tree message

A few participants felt that important news had not been
communicated sensitively. These participants reported that
insensitive communications at key moments such as diagnosis are
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remembered and undermine trust, causing distress that can last for
months and years after the death of a loved one.
“When she was first diagnosed…the doctor
came round and said „You‟ve got pancreatic
cancer‟ – just like that…totally insensitive…we
should have been there…that just isn‟t the way
you should do it.”
Man from Bedford group who lost his wife

“When she was first diagnosed the Macmillan
nurse came round to talk about possible
treatments... and she said words to the effect of
„oh a lot of people don‟t bother with treatment
and they just make the best of the last few
months‟ which was not really what we wanted
to hear...while that was well meaning, I would
definitely never advocate saying that to
someone...you have to have hope.”
Man from Bedford group who lost his wife

What would have helped?
Quite a number of participants felt that an earlier diagnosis would
have helped them to cope better in bereavement, relieving
feelings of anger and other difficult emotions.
Participants wanted information relating to diagnosis, prognosis and
treatment delivered in a timely and sensitive manner. It is important
that communications are sensitive to individual need and that the
information given is clear, accessible and factual.
“We had the diagnosis, and we came home
and looked on the computer and saw that it
was terminal. We turned the computer off and
we never spoke again about how long he had...
We didn‟t want someone to say „You‟ve got 3
months‟ because you‟d live to that and he lived
twice the amount of time he should have
done...for us that worked.”
Woman from Colchester group who lost her husband

A few participants reported that they did not always feel able to
ask for information or know what questions to ask. Giving time for
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communicating important news such as diagnosis may help people
come to terms with it and assist the bereavement process later on.
“At the back of your mind, you don‟t want to
hear that this person is going to die, so when
they say „oh everything‟s alright‟, you think „oh
good‟. You don‟t turn around and say – Well
actually, are you sure? Because you actually
want it to be fine.”
Woman from Peterborough group

A few participants said that information about a diagnosis should
be communicated when family members are present and in a
private environment.

Communication and information
Positive experiences
Quite a number of participants reported positive experiences of
high quality support and information from hospice services,
Macmillan nurses and hospital nurses.
“What was a great comfort to me was that 24hr
advice line [provided by hospice]. Anytime you
could ring it.”
Woman from Bishop’s Stortford group

“I thought the nurses were amazing. They always
had time for us. They were always very
sympathetic. They would give us information,
whereas the doctors were harder to talk to.”
Man from Peterborough group who lost his wife

“Early on Macmillan came round and they put
us on the right track with Social Services and the
right track for the District Nurse...and so my
Mother was on their radar before she needed all
the help. . . For me that was fantastic.”
Woman from Peterborough group
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Figure 11 Tree message

Negative experiences
Many participants whose loved ones had been treated in a hospital
setting felt that they had not been given full and accurate
information by health professionals.
“The Doctors and Nurses seem to tell you what
they think you want to hear rather than what is
actually going on.”
Man from King’s Lynn group

“They called her care „The Liverpool Plan‟ but
they didn‟t explain it to us . . . I found the doctors
very hard to talk to.”
Man from Peterborough group who lost his mother

Quite a number of participants whose loved ones had been treated
in hospital had found it difficult to ask for information and felt that
they were not being listened to.
“I feel very hurt that they just didn‟t listen to what
he had to say and what I had to say. It was just
„we know what‟s best‟.”
Woman from Peterborough group who lost her husband

One or two participants reported that they had found it difficult to
access information about services and had to rely on luck or word
of mouth.
A few participants had experienced confusion due to the numbers
of different health professionals encountered.
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“I was getting confused with all the different
professionals like community nurses every day,
then the hospital, the GP and the hospice.”
Woman from Bishop’s Stortford group who lost husband

Quite a few participants complained strongly that patients are
required to repeat information many times to different health
professionals.
“How many times does somebody who is
suffering from a condition have to keep
explaining over and over again what they‟ve
been through. Read the notes!”
Woman from Peterborough group

What would have helped?
Participants emphasised the importance of being given full, clear
and timely factual information about the condition and treatment
of their loved one. Many participants whose loved one had been
cared for in hospital felt that better communication and information
provision would have helped them to cope better at a difficult time.
There were indications that a lack of information and
communication can lead to questions around the quality of
treatment that was received, creating emotional difficulties during
bereavement.
“I needed more information about medical
procedures and medical care that mother was
receiving... They said they would know when her
last 24hrs would be and that they would tell us
and they didn‟t.”
Woman from Peterborough group whose mother died in a hospital following a
brief illness

Figure 12 Tree message
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Quite a number of participants felt that they needed more help and
guidance to understand options and treatments and make
decisions at a time when they feel emotionally fragile and
confused.
“The important thing is to have the options
defined for you whilst there is still time to take
options... Also, to have someone lay out the
options for you because you are too confused
to think through them yourself.”
Man from Bishop’s Stortford group whose wife of 60 years had cancer

Figure 13 Tree message

“[I wished I‟d had] more information about
what‟s wrong so it didn‟t come as such a shock
– saying it‟s not curable is not the same as
saying he‟s only got 4 weeks left.”
Woman from Ipswich group

A few participants reported that more advice and guidance about
caring for their loved one at home would have helped them.
“ I would have liked help with the practicalities
of caring for my partner at home...what you‟ve
got to look at and this is what the rights and
wrongs are – that would have helped quite a
lot.”
Man from Ipswich group
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One or two participants felt that it would help if patients and family
did not have to repeat information to different health professionals
in different departments.
“Every time you explain you are reliving it again
and opening up wounds.”
Woman from Bishop’s Stortford group

There was the suggestion that a Patient or Family Liaison Officer role
would create better quality communication and information
provision and assist families in preparing for the future.

Figure 14 Tree message

Figure 15 Tree message
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The physical environment
Positive experiences
A few participants reported very positive experiences caring for
their loved one at home.
“It was a great joy and privilege caring for our
partners at home. A brilliant experience at an
awful time.”
Woman from Colchester group speaking on behalf of her small group

Negative experiences
One or two participants felt that hospitals have an impersonal
atmosphere.
One or two participants reported that restricted visiting hours and
travel to and from hospital caused practical and emotional
problems.

What would have helped?
One or two participants felt that better facilities and communication
in A&E and assessment wards would have helped them.

Emotional support and sensitivity
Positive experiences
Quite a number of participants praised the support their family had
received from Macmillan nurses and hospices.
“My daughters had art therapy sessions [at the
hospice] and awful as it was we did have this
one session...where the Therapist said to X,
„What is the question you would like to ask
Mummy?‟ and X said „Will Daddy get better?‟
And of course I had to say no. So of course
when it did happen a month later . . . It doesn‟t
sound like very much preparation but it was
months of building up to it.”
Woman from Bishop’s Stortford group
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“The Macmillan nurses counselled the whole
family while my husband was dying at home. My
daughters still remember this.”
Woman from Colchester group

Other positive experiences included:
o Preparation – knowing that your loved one is going to die
helps to prepare you
o Feeling informed and in control of treatment
o Being with health professionals who know you
o Support from friends and family
o Understanding employers

Negative experiences
Quite a number of participants reported insensitive treatment of
family members by hospital staff and said that the family were not
always acknowledged or supported.
“The staff are dealing with it day in day out. They
are sometimes quite robotic...”
Women from Bishop’s Stortford group

“I don‟t think the children got acknowledged in
the hospital sometimes. It was just seen as a
child come to see its Grandfather.”
Woman from Bishop’s Stortford group

“It was obvious to the medical people that I was
the main carer for my mother, so I would have
thought that somebody might have recognised
that I might have needed some support along
the line.”
Woman from Peterborough group

What would have helped?
Quite a number of participants felt it was important to give more
time in hospital to support patient and family needs.
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Figure 16 Tree message

A few participants said it would have helped if hospitals had been
more accommodating towards family members, particularly
children. They felt that hospitals need to do more to support the
family as well as the patient, as hospices do.
“It is not very easy taking children along to
appointments at the hospitals, but it was never a
problem at the hospice. Hospitals don‟t make
provision for them – they don‟t see the family,
just the patient. Whereas the hospices – the
moment you walk in its „hello how are you?‟”
Woman from Bishop’s Stortford group

“The hospice would know if X was going to be in
a state that would distress them [the children]
and would say „Why don‟t they go and play in
this place and they can come through when
the nurses come round‟. By and large when you
went to one hospital in particular, you would
find quite distressing things like him not being
cleaned up. They can become lasting
memories.”
Woman from Bishop’s Stortford group

A few participants reported that hospital staff, especially doctors,
needed to be more sensitive to individual need and recognise the
importance of a non clinical support role, offering practical and
emotional help.
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“Maybe it doesn‟t fit that you have one person
who is prescribing medical care in a very clinical
fashion and then have to take on a different
kind of role. Maybe the two don‟t fit within the
same person but they ought to fit within the
same organisation.”
Woman from Peterborough group

“Reassurance about the job you were doing
[would have helped] because everybody feels
guilty that they may not have done enough.”
Woman from Peterborough group who was a family carer

A few participants felt that counselling should be offered to all
family members before a death to help people prepare and adjust.

Figure 17 Tree message

One or two participants felt that it was important to know the health
professionals involved in care at difficult times.
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Figure 18 Tree message

One or two participants said that more flexible visiting hours would
have helped.

Medical care
Positive experiences
Many participants spoke highly of their experience of medical care.
Feedback about the support provided by Hospice At Home Teams
and Macmillan nurses was particularly positive.

Figure 19 Tree message

“The Hospice At Home Team were
amazing....They made a space at the side of the
bed for me to be with him...not only that but
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they counselled the children which was
incredibly important...and my girls to this day still
talk about it...And they always called my
husband by his name..he picked up on that...I
was just like happy. How much better can it
get.”
Woman from Colchester group whose husband died at home.

“Macmillan are a godsend.”
Woman from Bishop’s Stortford group who lost her father

Quite a number of participants reported very positive experiences
of NHS care and one or two participants praised the Liverpool Care
Pathway.
“They were amazing at the hospital.”
Young woman from Bedford group who lost her father

Figure 20 Tree message

One or two participants pointed to the high quality support and
information provided by a Cancer Care Unit.
“I found out more in there [Cancer Care Unit]
than where he was having treatment [Oncology
Unit]. They were very helpful and gave me
questions to ask the doctor that I might not have
thought of.”
Woman from Ipswich group
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One or two participants had appreciated the respite care received
while caring for a loved one at home, which had made it possible
for them to go on holiday.

Negative experiences
Many participants whose loved one had been treated in hospital
criticised the lack of continuity of care received in hospital. Dealing
with many different health professionals was challenging for them,
created confusion and made the experience feel impersonal.
“I saw so many different people over a short
period of time that I was losing continuity of
what was happening and they didn‟t know who
I was really.”
Woman from Bedford group who lost her husband, expected death

Quite a number of these participants were concerned about the
standard of care their loved ones had received in hospital.
Concerns primarily related to a lack of attention to individual need
e.g. whether an individual was able to eat without help. Doubts
about quality of care had undermined trust in the NHS and were
remembered in bereavement. A few of these participants were
clear that their feelings about a lack of care had made their
bereavement process more difficult.
“She wasn‟t terribly well looked after at times.
You would go in and she would need cleaning
up and her food was sometimes put out of
reach on the trolley and she couldn‟t reach. It
was pretty stressful, chasing up doctors to try
and find out what was going on.”
Man from Bishop’s Stortford who lost his wife

“My husband had a stroke and couldn‟t cut up
his food. When we got home from hospital he
had lost 3 stone and when I asked why this was
he said that he couldn‟t cut the food up, so
couldn‟t eat a lot of it, only what he could
scoop up with his good arm.”
Woman from Kings Lynn group

A few participants had very negative experiences in A&E involving
long waiting times and a lack of comfort and facilities.
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Figure 21 Tree message

One or two participants had experienced difficulties handling
medication while caring for a loved one at home.
“I didn‟t know if I was coming or going. All I
could see was tablets and boxes...and a box
you had to put in the cupboard and you could
only get out if a certain person came and it was
red and you weren‟t to touch that unless it was
an emergency and I just couldn‟t handle it all.”
Woman from Ipswich group

One or two participants felt that there was a lack of NHS services
available at weekends and Bank holidays.
“My husband used to hate Fridays because he
knew he wouldn‟t see anybody until Monday.
Only the odd person coming to take blood...The
NHS seems to stop at weekends and Bank
Holidays.”
Woman from Peterborough group whose husband was in a surgical ward

What would have helped?
Many participants whose loved one had been treated in hospital
felt that it had been difficult dealing with many different health
professionals and services. Better continuity of care and
coordination of services would have helped them and their loved
ones.
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Figure 22 Tree message

“I was coordinating about 6 different people I
was dealing with at any one time, who were all
very good, but I don‟t know what happens if
you‟re not capable of doing that – there‟s a
social worker coming, Macmillan, hospice,
GP...”
Man from Bedford group, lost wife, expected death

Quite a number of participants felt the hospital experience would
have been improved if the patient and family had been treated in
a more caring way. They felt that there should be more support
available to help patients with feeding and medication.

Figure 23 Tree message

A few participants thought that it would have helped if their loved
one had been fast tracked into the right department or ward,
avoiding A&E.
One or two participants felt that availability of mental health
support services would have made a positive difference.
One or two participants pointed to the need for 24 hour support for
people caring for a loved one at home.
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Key learning points
1. Overall, participants’ experiences of a loved one dying at
home or at a hospice were more positive than experiences
that occurred in a hospital setting. This was primarily due to:




The quality of emotional and practical support
provided by hospices to both the patient and their
family; participants felt that more time was given for
support and that health professionals were more
sensitive to their individual needs.
Participants who had cared for a loved one dying at
home feeling comforted that they had been able to
provide high quality care.

2. Mis-diagnosis or late diagnosis creates long term feelings of
anger and resentment. Such feelings made it harder for
participants to cope in bereavement.
3. Insensitive communications at key moments such as diagnosis
are remembered and undermine trust in health professionals
and the health system, causing distress that can last for
months and years after the death of a loved one. Participants
wanted information to be communicated at the right time in
a way which:
o
o
o
o

Is sensitive to individual need
Is clear and accessible
Allows time for questions and discussion
Is respectful e.g. news delivered in a private
environment with family members present

4. Easy access to accessible information/advice about
treatment and services before the death of a loved one was
important to participants and helped them to cope during
this time. Participants needed to feel that they were being
listened to, that their views were taken seriously and guidance
was available to help them understand the options. A lack of
information and communication may lead to questions
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around the quality of treatment and care, creating emotional
difficulties during bereavement.
5. Lack of continuity of care in hospital was a concern for many
participants whose loved one had been cared for in hospital.
Participants felt it was important to know the health
professionals involved in care at difficult times. Dealing with
many different health professionals created confusion and
felt impersonal. Having to repeat information to different
health professionals created distress for a few participants.
6. A few participants found it difficult to coordinate the
involvement of a range of services and health professionals
before the death of their loved one. This is particularly
relevant to those participants who were caring for a loved
one dying at home.
7. Emotional support, counselling and preparation before the
death of a loved one is valued highly, both at the time and
reflecting back during bereavement. A few participants
pointed to the importance of a non-clinical support role in a
hospital setting.
8. Quite a number of participants felt that family members were
not treated sensitively by hospital staff. This is in contrast to
feedback about the treatment of family by hospices, where
participants had very positive experiences and felt that staff
had more time to support the family, and particularly
children.
9. A few participants felt that more flexible visiting hours would
have helped them while their loved ones were in hospital.
Inflexible visiting hours contributed to participants’ perception
that they were not being treated sensitively.
10. Whilst many participants spoke highly of their experience of
treatment and care in NHS and hospice settings, quite a
number were concerned about the standard of care their
loved ones had received in hospital. These concerns related
primarily to attention to individual need and a feeling that the
patient and family had not been treated in a caring way.
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Doubts and unanswered questions about the quality of
treatment and care impact negatively upon the
bereavement process.
11. A few participants reported very negative experiences of
hospital A&E departments. They felt it would have helped
them if their loved one had been admitted to hospital more
quickly and fast tracked to the appropriate department or
ward.
12. A few participants had experienced difficulty because of a
lack of 24 hour support when caring for a loved one dying at
home.
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Around the time of the death
In this section, participants’ experiences and views cover the period
from when death became expected until very soon after the
funeral.

Introduction
Whilst the previous section of the report was based upon the views
and experience of participants whose loss resulted from an illness,
this section also includes the views and experiences of participants
whose loved one died unexpectedly and suddenly.
As in the previous section, participants reported a relationship
between their experiences around the time of the death and their
emotional state in bereavement later on. A ‘good death’ is a
source of comfort during bereavement, while negative experiences
make the bereavement process more difficult. Experiences in the
last moments of life and just after death seem to have particular
importance for participants and are remembered and reflected
upon a great deal during bereavement.
Not surprisingly, participants’ needs during this time relate strongly to
their emotional state. Knowing your loved one is about to die and
the shock of the loss create heightened sensitivities and very
specific needs in terms of communication, information, practical
and emotional support.
“ [It‟s like] living something that is outside you. It
feels like a story you‟ve read in „Take a Break‟
magazine, like a dream or nightmare. It‟s
knowing but not really knowing.”
Woman from Bishop’s Stortford group

Immediately after the death, information and guidance on
practical issues becomes particularly important as the very recently
bereaved are required to cope with a range of unfamiliar
procedures (such as registering the death) at a time when they are
fragile and may be struggling to cope.
“The emotions were so strong...having to deal
with them [practical and financial
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matters]yourself is like accepting it [the death]
and you can‟t accept it because it is not really
happening...It‟s not a priority to you. It‟s just
getting through the day.”
Woman from Bishop’s Stortford group

Communication and information
Positive experiences
One or two participants reported that they had been given clear
practical information in a helpful format following the death of their
loved one. This had helped to guide them through practical
processes and avoid pitfalls.
“The undertaker gave me...a folder with a
checklist in it, forms to fill out, telling me to go to
get the death certificate, to ask for more than
one because otherwise it costs more later and
all these easy forms to fill out that go to the post
and so you don‟t get all the rubbish ...that used
to come addressed to X [former partner]...it
started a process off... I got a letter from the
Council to say my rates and Council Tax had
gone down because of that... Absolutely
fantastic they were.”
Woman from the Colchester group

Negative experiences
Many participants experienced upsetting practical problems
around registering the death, dealing with the Coroner’s office,
understanding probate processes and accessing state benefits.
Participants felt that the processes were unduly complicated and
involved too much paperwork and bureaucracy. They felt there
was a lack of information provision and that the guidance available
was not helpful.
“The bit I found really difficult was the Coroner‟s
office in their dealings with us...not getting any
information so there was a 3 week delay before
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we could have a funeral, which I just found
excruciating – it was just before Christmas.”

Woman from Bedford group

“You spend all your time running around trying
to find out what you‟re supposed to do and
what you are supposed to bring and all different
things to prove who you are....it was dealing
with that [that was difficult].”

Woman from Colchester group who lost her husband

These difficulties were compounded by the emotional state of the
very recently bereaved which creates a heightened sensitivity and
problems in coping with bureaucracy. In instances where
information was not communicated in a sensitive and timely
manner, participants felt there was a lack of compassion.
“On X‟s death certificate they said massive
heart attack...and when I went to register his
death it had „head injury‟, and she said I can‟t
register his death...She had to look it up. It was
brain damage and they‟d put „head injury‟ as if
somebody had hit him...and I found that
distressing, you know like „Ooo you‟ve done
something to him‟.”
Woman from Colchester group who lost her husband, expected death

Quite a few participants said that they felt that medical staff are
guarded in what they say for fear of litigation. This reticence can
become a focus for anger which compounds the experience of
bereavement.
“Before the inquest…the TV was hounding me
and you know, he‟d [GP] got it [newspaper
article re daughter] and he didn‟t contact me.”
Mother from Bedford group who lost daughter with mental health issues

One or two participants felt that they had not been informed about
their loved one’s death in a sensitive manner.

What would have helped?
Quite a number of participants felt it would have helped to have
support from someone on hand to guide them through the practical
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steps required following a death e.g. a liaison officer, a volunteer or
telephone/email support. It was felt to be important that guidance
was provided by someone who has firsthand experience of
bereavement.
“What would have assisted the whole process
would be like a liaison officer - like when you are
involved in a traumatic experience the Police
give you a family liaison officer to answer any
queries...Somebody who can be so genuine
that you can really believe that they have been
through the experience...not somebody who
has got lots of qualifications, but somebody who
has knowledge and has been through it”.
Woman from Bishop’s Stortford group

Figure 24 Tree message

Many participants felt that it would have helped to have more
detailed and clearer practical information and guidance to help
them deal with the Coroner’s office and understand reasons behind
delays. Similarly, clear information around how to register a death,
who to inform and how, probate processes and where to go to get
state benefits would have helped e.g. a simple checklist.
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Figure 25 Tree message

“It‟s [registering death] a chore you don‟t need.
You don‟t have the information. You don‟t know
how many copies of the death certificate you
need because you have to pay extra later.”
Man from Bishop’s Stortford group who lost his wife

One or two participants said that more communication with family
members while a loved one is dying would have helped them to
understand what was happening.
A few participants whose loved ones had died in hospital felt it
would have helped them if the hospital had contacted them very
soon after the death with offers of sympathy, information and
support.

Figure 26 Tree message
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Physical environment
Positive experiences
The majority of participants whose loved ones had died at home felt
very positive about the experience. They were clear that the quality
of the experience and the knowledge that their loved ones had
died in their place of choice was a comfort to them in their
bereavement.
“It was a beautiful death...I used to massage
him in frankincense...it was a beautiful moment
that I could be with him at that last moment of
his life. I felt privileged. It was so important.”
Woman from Colchester group whose husband died at home, expected death

One or two participants felt that having privacy in a hospice or
hospital environment around the time of death had created a
better experience and that this had helped them cope in
bereavement.

Figure 27 Tree message

“There were only three people in our area of the
room, so it was very private. They moved one
gentleman into another room and actually put
the beds together so that I can stay by my
husband‟s side. It is amazing what a difference it
has made [to my experience of bereavement].”
Woman from Peterborough group

One or two participants said that spending time with the body after
death in a hospice environment had helped them to adjust and say
goodbye.
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“We were quite lucky that we were able to
spend time with the body…The hospice had the
space…That was very, very, important.”
Woman from Bedford group who lost her child, sudden decline after a long term
illness

Figure 28 Tree messages

Negative experiences
One or two participants said that a lack of privacy in hospital had
created an undignified experience.

What would have helped?
Quite a number of participants felt it would have helped them to
have had more privacy in a hospital setting, both at the time of
death and after the death e.g. a private room.
“When X died, he was on an ordinary ward and
he died with the curtains being pulled around
him and the whole of the ward carrying on as
normal - so there was Hoovers going, people
chatting and laughing and general noise and I
felt it was so undignified..I really feel there should
be places within a hospital where they can be
moved into more dignified surroundings..I found
that quite stressful.”
Woman from Ipswich group
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Emotional support and sensitivity
Positive experiences
One or two participants said that they had been treated very
sensitively by hospital nurses around the time of death.
“The thing that did help me hugely was...I was in
casualty and they were brilliant... and the nurse
held my hand and I didn‟t know it was serious
and ...I thought why are you holding my hand?
...And afterwards they were so good to me and
treated me as an individual...they were looking
after me brilliantly.”
Man from Ipswich group whose wife died unexpectedly

Figure 29 Tree message

Many participants reported positive experiences of quality
emotional support following the death from GPs, bereavement
teams, Macmillan nurses and hospices.

Figure 30 Tree message
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“[At the hospice] we were looked after and fed
and watered, given support in terms of planning
the funeral arrangements, everything...we didn‟t
even have to make tea for our friends and
family.”
Woman from Bedford group who lost her child, sudden decline after a long term
illness

Negative experiences
Many participants whose loved ones had died in hospital felt they
had not been treated sensitively by hospital staff during this time.
The fragile emotional state around the time of death may increase
the significance of insensitivities and mistakes for participants.
“The bereavement officer at the hospital was
very unhelpful...because I spoke to her the day
after my mother had died and she called me
Charlotte which was my mother‟s name...she
said she was terribly sorry, she‟d just come out of
a meeting. I think when you‟re in that fragile
state.. it‟s hard for people to get things right and
you acknowledge that, but...that‟s their role.”
Woman from Bedford group whose mother died in hospital

“The head nurse in ITU she was horrible,
absolutely horrible...it was just her attitude, very
matter of fact...not understanding at all...it was
like „ I‟ve got several patients who are going to
die today‟ sort of thing...I didn‟t need to hear
that.”
Woman from Colchester group who lost her husband, expected death

A few participants felt abandoned following the death of their
loved one in hospital with no one contacting them to offer support
or sympathy.
“Following the death on the ward you are just
left.”
Woman from Peterborough group

“I just felt like I was in a state of shock . . . lost
and I didn‟t really know where I could get any
counselling and I haven‟t had any...You just get
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the death certificate thingy and then you just
walk home.”
Woman from Colchester group whose husband died in hospital

One or two participants felt they had been treated with a lack of
compassion at the Registrar and Coroners’ offices.
One or two participants had found it distressing to be asked difficult
questions relating to the donor process.

What would have helped?
Quite a number of participants felt it would have helped if family
members had been treated with more sensitivity and respect by
hospital staff.

Figure 31 Tree message

Quite a number of participants would have appreciated more
support in hospital immediately after death. One or two participants
would have preferred this support to be delivered by the health
professionals they already knew, rather than be referred on to a
bereavement specialist.
“One of the hard things is the cut off from the
hospital. We‟d been in the hospital environment
for a couple of months and then a very intense
time at the end…The next step was a
bereavement officer…not the person I‟d seen
day to day…and you think, well, it doesn‟t take
much to say „I‟m sorry about what‟s happened‟.
Things like that – you just feel so much at that
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time…it just sticks in your memory [agreement
from group].”
Woman from Bedford group

One or two participants felt the Coroner’s office should treat very
recently bereaved people with more compassion.

Figure 32 Tree message

Other factors that would have helped one or two participants
whose loved ones died in hospital were:
o Time with the body after death to adjust and say goodbye
o Not having to worry about parking

Figure 33 Tree message
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Medical care
Positive experiences
One or two participants praised the services provided by the
Hospice at Home Team.

Negative experiences
One or two participants said the arrangements around the donor
process had not run smoothly, had taken too long and added to
their distress. In particular one mother who lost a child was
aggrieved that an opportunity for her child’s organs to be donated
was missed because no team was available until after a critical
time period had elapsed.
One or two participants had concerns about the consistency of
care in hospital and felt too many doctors were involved in
treatment.
One or two participants questioned the treatment their loved one
had received in hospital.

Figure 34 Tree messages
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What would have helped?
One or two participants felt that better continuity of care would
have helped them. They wanted feel that they know the health
professionals involved in the treatment of their loved one and deal
with fewer doctors.
One or two participants felt that DNR2 instructions should not have to
be repeated when the patient is moved.

Figure 35 Tree message

One or two participants felt the donor process should be quicker
and more responsive.

Key learning points
1. Around the time of the death was a particularly intense
period for participants and was remembered and reflected
upon a great deal during bereavement. Positive experiences
were a source of comfort, while negative experiences
caused distress during bereavement.
2. The most positive experiences during this time tended to be
reported by participants whose loved ones died at home or in

2

DNR is request not to resuscitate
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a hospice environment. Positive aspects of the hospice
environment were primarily around:
o the quality of emotional and practical support
o the caring attitude of hospice staff towards the patient
and family members
o facilities allowing privacy around time of death
o time with the body after death
o follow up after death offering information and support
“The medical side is good but it‟s the human
element that‟s weak. That seems the
fundamental difference between a hospital and
a hospice.”
Man from Bishop’s Stortford group

Participants whose loved ones died at home frequently
described the experience as ‘beautiful’ or ‘a privilege’. These
participants were comforted by the feeling that they had
enabled a ‘good death’.
3. Whilst a few participants praised the NHS for the care and
treatment their loved ones had received in hospital around
the time of death, quite a number reported experiences that
had created distress that were remembered in bereavement.
These experiences were primarily around:
o Insensitive communications, lack of emotional support
and a perceived uncaring attitude, particularly towards
family members
o Lack of privacy around the time of death
o Lack of support immediately after the death
o Lack of follow up after death to offer sympathy,
information and support
4. Participants experienced difficulty and stress in understanding
and coping with required practical procedures following the
death e.g. registering the death, dealing with the Coroner’s
office, probate, accessing benefits. The provision of clear
practical information, guidance and support would have
helped many participants at this time e.g.:
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o a simple but comprehensive checklist of the procedures
that are required or advised, possibly inside a pack
including some of the forms they will need
o guidance and support from an individual who has
experience of bereavement e.g. a volunteer, family liaison
officer or telephone/email support
o clear and detailed information and guidance specifically
to help participants deal with the Coroner’s office and
understand reasons behind delays
5. A few participants felt that the Registrar and Coroners’ offices
should communicate more sensitively with very recently
bereaved people.
“The reality – when it dawned on me was this
horrible reality of the thing when the word
„widower‟ was used for the first time in the
registrar‟s office – that was horrible.”
Man from Bedford group who lost his wife
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After the death
This section of the report is concerned with the months and years
following the funeral.

Introduction
For the participants in this study, all of whom lost somebody
particularly close to them, this is a long period of grieving and
rebuilding a life which has been severely disrupted. As with all other
aspects of bereavement, the experience is different for each
individual.
The confused state experienced shortly after the death can
continue for a considerable time, impacting on the bereaved
person’s ability to cope with the practical, financial and legal
processes which can require attention for many months following a
death.
During this period, events that occurred before and around the time
of the death have a pronounced impact on the experience of
bereavement and the consequent need for support.
Information needs are less significant during this period, although
those experiencing the loss of somebody close to them often need
reassurance that their feelings, and the reaction of those around
them are ‘normal’ and that the length of time that recovery can
take is also ‘normal’.
The need for emotional support is acute during this period and
many participants reported significant benefits gained from one to
one and/or group-based support.

Emotional support
Whilst participants were encouraged to consider the full breadth of
needs arising from bereavement as identified in the National End of
Life Care Plan i.e. practical, emotional, financial, spiritual, social and
financial, it was the emotional needs that were primary during this
period.
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Positive experiences
Participants were clear that it is a great help in bereavement to feel
that everything possible was done, at the right time, to help the
person who died and that their loved one’s wishes were fulfilled.
Emotional support experienced by participants took two principal
forms; one-to-one counselling and group support. Few participants
identified remote services such as the internet or telephone
helplines as important sources of help.

Figure 36 Tree message ‘Group sessions with other bereaved is helpful’

Participants pointed to the fact that different forms of support suit
different people at different times in their grieving process. The
group formats tended to be associated more with providing support
as people emerge from their initial grief and begin to rebuild their
lives, whilst one-to-one counselling was associated with helping
people to make initial steps towards understanding and accepting
a death. However, it is important to note that quite a few
participants had engaged with counselling services some
considerable time after their loss.
“I think counselling‟s the most important
thing..for someone to tell you whatever you‟re
feeling is right. There‟s no right or wrong way to
grieve. You can say things to a counsellor...with
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family and friends...they‟ve got enough...their
own lives, you don‟t want to burden them.”
Woman from Ipswich group

“I have had counselling and I found that really,
really helpful. Approximately 12 months after the
death I could feel that life was becoming more
and more out of control, and I couldn‟t deal
with anything else.”
Woman from Peterborough group

Bereavement groups and one-to-one counselling sessions were
particularly valued because they provided a forum where
participants were able to talk issues through at length, without
feeling they were making demands.
“The thing is you‟ve always got your really good
friends but they‟ve got their husbands and you
don‟t want to be constantly calling them saying
come round because you don‟t want to drag
them away from their husbands.”
Woman from Bishop’s Stortford group lost husband in middle age

Negative Experiences
Participants reported that a feeling of dissatisfaction with the way a
loved one was cared for, or around the circumstances of a death,
can have a profoundly negative and lingering impact during
bereavement, affecting lives for years following a death.
“The way she was treated in hospital made it
harder for me to get over it after she died. I
couldn‟t get the treatment for her that I
wanted...I feel guilty...she didn‟t deserve to go
the way that she did.”
Woman from Colchester group who lost mother

Many of the participants reported feeling isolated, particularly
participants who had lost a spouse or partner and whose previous
social life had been based on a couple as a social unit.
Quite a few male participants who had lost a spouse or partner
reported a realisation that their friendships had been made through
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their former spouse or partner. Consequently, they had experienced
a difficult period of social isolation before they were able to build
new friendships.
Many participants identified limitations with the ability of society,
employers, organisations and individuals to respond helpfully to
situations of bereavement.
For example, one or two participants reported insensitivity from
organisations such as insurance companies and banks. The
frustration of dealing with systems which do not seem designed to
accommodate such a normal occurrence as death, clearly
compounds the stress of those who are coping with bereavement.
“In one bank I went in and they were very
sympathetic and it was all done in 20 mins. I
went down the road to another bank they were
fiddling about for over two hours.”
Woman from King’s Lynn group

Quite a few participants reported anxiety over the strain that
bereavement can place on friendships - a desire to talk about
feelings, or about the person who died, can linger well beyond the
point at which friends may expect the bereaved person to be
moving on.
“Friends thinking you should by getting over it by
now – if they‟ve not been through it, they can‟t
understand.”
Woman from the Colchester group

Whilst many participants reported feelings of guilt and anger, one or
two described how this was compounded by family disagreement
over blame for how the person died, or over property and financial
affairs.
Participants who were principal carers of someone who had a longterm illness or condition experienced particular difficulties during
bereavement. Many such family carers give up large parts of their
life to their caring duties and the death of the person they cared for
leaves a significant gap.
“Because I nursed him I‟ve just got this big void.”
Woman from Peterborough group
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Figure 37 Tree message

Participants’ views of GPs as sources of help for bereavement were
mixed. Quite a few participants were surprised that GPs were not
more proactive in offering support. Quite a few recalled being
offered anti-depressant medication and a few had received
referrals to bereavement counselling, which had sometimes taken a
long time to arrange.
“I went to my GP and asked for help and they
offered tablets and I said no I don‟t want any of
that I need to deal with it.”
Woman from Peterborough group

A few participants reported that additional life events occurring in
this period such as further bereavements, relationship breakdown
and redundancy had severely compounded their experience of
bereavement.
“At six months I was starting to feel there was
hope again and then I discovered my husband
was having an affair – even on the day of the
funeral – I had the Samaritans on the phone all
night. Basically they are responsible for me still
being alive.”
Woman from King’s Lynn group who lost her Grandmother

What would have helped
Comments regarding ‘what would have helped’ related primarily to
better communications and information and feature in the section
below.
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Communications and information
Positive experiences
Offers of bereavement support were most likely to be taken up
when made by a trusted agency that knew the participant and the
person who died.
“My Mother died at the hospice and the support
kicked in a few days after she passed away. I
went back to collect her things and I sat down
with one of the nurses there... and she gave me
some booklets on practical things and she said
there is a counselling facility available if I felt it
was something I would be interested in. And I
said „yes‟ and they said „well we‟ll give you a
ring in a month or so‟... I was able to see
somebody once a month for about six months. It
was useful. ”
Woman from Peterborough group

Negative experiences
Quite a number of participants indicated discomfort around the
abrupt termination of a relationship with medical professionals
following the death of their loved one. It is important to understand
that this relationship may have been a significant aspect of their
lives for some considerable time. One participant had experienced
much distress because administrative staff would not put his
telephone calls through to the surgeon who had operated on his
wife. . .
“I just wanted to say thank you. The quality of
care was excellent. They were trying their best. It
was almost to give them some comfort that I
was phoning.”
Man from King’s Lynn group who lost his wife

Quite a number of participants had found it difficult to access
bereavement support services and reported that health
professionals were not always aware of the services that are
available. One or two participants reported that even their GP had
not heard of Cruse.
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“We had to seek out Cruse and the help
ourselves, where I mean my doctor didn‟t…
Nobody gives it to you…”
Woman in Ipswich group

Poor communication within and between health services had also
compounded the experience of bereavement for one or two
participants.
“Two weeks after my wife had died, I had a call
from a nurse in our local hospital to ask if she
could speak to my wife. The communication
had not gone back along the chain of
treatment.”
Man from King’s Lynn group whose wife died in Papworth

What would have helped
Whilst a few participants had requested help through their GPs,
most participants who had received bereavement counselling, or
engaged with other support services, had either learned of these
opportunities by chance, or had received some form of invitation or
offer of support from an agency such as a hospice.
Many participants had not known of the existence of bereavement
support and felt that a more systematic offer of support would have
been helpful.
“I think until someone kind of like encouraged
me to go, I wouldn‟t have gone...if it hadn‟t
have been for the friend [who suggested it].”
Woman from Ipswich group who lost partner following long illness

In one instance it was a care team at a place of employment (HM
Prisons) who suggested bereavement counselling to a participant.
“Sounds a bit dramatic to say, but it
[counselling] probably saved my life.”
Man from Ipswich group who lost his wife unexpectedly

Quite a few participants felt that greater awareness of
bereavement services would have helped.
One or two participants whose loved one had died in hospital
suggested that contact from the hospital to ask how they were
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coping and to offer support, would have been welcome. Of course
this raises the issue of who should be contacted and when. Several
people suggested that the GP of the person who died might be well
placed to identify who should receive a follow-up offer of support.

Figure 38 Tree message

A few participants indicated that different people require different
types of contact.
“I do look on her [Macmillan nurse] as a friend
because she really has been there, but I do
know someone who wouldn‟t have them in the
house because she said that they caused them
more distress.”
Woman in Ipswich group

Quite a few participants indicated that having the facts relating to
the death of their loved one clearly explained would have been a
great help.
“The doctor‟s surgery wrote and said „I‟m ever
so sorry‟ which was really nice. They said . .
.„we‟re going to look into this to see if anything
can be learned‟ but I never got feedback and
that would have helped.”
Man in Ipswich who lost his partner unexpectedly following a late diagnosis

One participant from Bedford lost her Mother unexpectedly but
found some comfort a year later when PALS arranged to have
explained to her exactly what had happened to her Mother. She
feels strongly that this service should have been systematically
offered to her rather than her having to seek it out.
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Systems and structures
Positive experiences
Almost all participants who had received bereavement support
were not required to pay for this service. These participants felt it
was important that support services were free of charge and it was
apparent that this was a significant factor in reducing a potential
barrier to taking up an offer of help. Equally significant was the
availability of local services.

Figure 39 Tree message

Quite a few participants reported that they had received support
through their Funeral Director. Being local and experts in their field,
Funeral Directors are well placed to offer information and support.
“I found my Funeral Director was very, very
helpful. They just told me things I should be
doing, what to expect, he sorted everything out
for me... [He continued care 4 to 6 weeks
afterwards].”
Man from King’s Lynn group

One or two participants who were parents valued the professional
support of a hospice in helping the children to understand death
and bereavement.
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“The hospice actually went into school and
trained the children about how to deal with
children who have been bereaved because
within that school of 100 children, 3 families had
lost people in the space of the last 18 months.”
Mother in Bishop’s Stortford who lost her husband

Figure 40 Tree message

“I haven‟t been to any counselling groups or
anything. My second eldest did. He went to
some art therapy through the hospice and the
hospice has done some group counselling with
the children which was very helpful a couple of
months after my husband died.”
Mother from Bishop’s Stortford group who lost her husband

One or two participants reported that the NHS Patient Advice and
Liaison Service (PALS) had helped them to fill gaps in their
understanding of the care their loved one received.

Negative experiences
A few participants reported that local bereavement counselling
and support can be hard to access or arrange, even via health
professionals such as GPs.
“I‟ve never had any support at all...and I‟ve
found I‟ve got worse instead of better as the
time‟s gone on...and my daughter feels the
same. And we haven‟t had any support or any
counselling or any help, and I did try to get it
from Cruse and I couldn‟t get it cos on the
phone they just weren‟t very helpful cos they
didn‟t have a place near Chelmsford...and the
man just said to me „well you‟ll have to ring up
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tomorrow and we‟ll decide whether you‟re
bereaved enough‟...and cos I was in
bereavement I just thought „go away, just go
away‟...how much worse can it be before you
decide to give me counselling so I just didn‟t ring
up anymore and I felt very alone in trying to
deal with this.”

Woman in Colchester who lost her husband

One or two participants who had experienced bereavement
through a sudden or unexpected loss felt they would have received
more support if their loved one had died following a long term
illness. They felt that because their involvement with health services
was brief, they had not been able to establish the kind of
relationship which, for some other participants, had led to offers of
ongoing support. One or two of the participants felt they had not
received support because they had fallen between different
services e.g. GP, local hospital, specialist hospital.

What would have helped
Many participants would have appreciated the existence of a
system to support them through the initial experience of
bereavement. Many participants whose loss did not involve
Macmillan services or a hospice, expressed surprise at the extent to
which they had been left to cope alone.
Participants were careful to point out that such a support system
should not be overbearing. Many participants felt that an initial
acknowledgement of the death with simple signposting information
is sufficient, with a follow-up call some months into the bereavement
offering support.
Quite a few of the participants had found themselves excluded
from offers of support because they were not the named next of kin.
They felt that it would have been helpful if offers of support could be
made more widely. Examples include a woman who lost her mother
(whilst father was still alive), a man who lost a close friend and a
woman who lost the Grandmother who had brought her up.
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“As a friend of someone who dies you‟re not on
the radar of support services in NHS. I had to
seek help out myself . . . no one directed me . . .
They should have.”
Man in Ipswich group whose friend took his own life

Key learning points
1. Negative events in the time leading up to the death impact
significantly on the bereavement process. Participants reported
that late or misdiagnosis, undignified treatment of a loved one,
insensitive communications and a lack of non clinical support
were remembered and reflected upon during bereavement and
created difficult feelings of anger and resentment.
2. Participants who had received counselling and/or group support
generally valued it highly and felt it had helped them cope with
the bereavement process. However there is some evidence to
suggest that services are not evenly distributed in the region. A
mapping study would be needed to confirm this and explore the
issue further.
3. Participants would value a more systematic offer of support.
Signposting in leaflet form may not be sufficient. A personal offer
from a trusted agency is more likely to be taken up.
4. Support can be required some considerable time after the death
and services need to take this on board and renew offers of
support over time.
5. There is a need to raise awareness of local bereavement
services, amongst health professionals e.g. GPs and the public.
6. Those most significantly affected by a death may not be limited
to the next of kin and the next of kin may not be best placed to
act as a conduit for information following a death. Signposting
information needs to be more widely available. A GP or Funeral
Director may be in a position to identify those likely to be most
affected by a death.
7. Funeral Directors may be well placed, not only to identify need,
but to provide ongoing support services.
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8. Local and free were identified as extremely important aspects of
bereavement support.
9. There is some evidence that GPs do not always have
appropriate skills / referral paths to help people who are
experiencing bereavement.
10. Communications between health services and the bereaved
need to be very clear and carefully managed because a state
of confusion and emotional turmoil can extend well beyond the
immediate aftermath of the death.
11. It is important to the bereaved that avenues of communication
with heath services remain open beyond the immediate
aftermath of the death.
12. Bereaved people can benefit from learning and understanding
the facts relating to the care and death of their loved one.
13. The bereavement support for young children provided by
schools and hospices was highly valued by parents.
14. People experiencing a sudden or unexpected loss may be less
likely to be offered support following the death though further
research would be required to confirm this and explore it further.

Figure 41 Tree message
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Quality bereavement services
and information provision
Participants identified the following services, information and
approaches to care as being of significant value, both at the time
of delivery before and around the time of death, and as sources of
comfort later on during bereavement:
1. Time and resource to enable quality non clinical emotional
and practical support that is sensitive to individual need e.g.
counselling to help prepare for the death of a loved one
2. Caring and sensitive treatment of the patient and family
members by health professionals
3. Timely, clear and accessible information relating to diagnosis,
treatment and services communicated in a sensitive manner
with time allowed for questions, discussion and guidance
around options
4. Continuity of care in hospital
5. Support to enable a ‘home death’ e.g. help with
coordinating the involvement of different services, the
availability of 24 hour support
6. Facilities in hospital and hospice settings allowing privacy
around the time of death and time with the body after death
7. Follow up immediately after death to acknowledge the
death and offer sympathy, information and support
8. Provision of clear and practical information, guidance and
support to help people understand and deal with the
practical procedures required following the death e.g.
dealing with the Registrar and Coroners’ offices, probate,
accessing benefits
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Following the death, most participants who had received one-toone counselling and/or group support valued it highly and felt it
had helped them significantly in coping with the bereavement
process. Participants identified the following as important to the
provision of quality bereavement support following the death:
1. Bereavement support should be offered in a systematic way
and take on board the fact that, while some people who are
recently bereaved may require support services very soon
after a death, others may not be open to offers of support
until some considerable time later.
2. Proactive offers of bereavement support should extend
beyond the next of kin to others affected by a death.
3. Children have specific needs in bereavement and benefit
from bespoke support services.
4. Recently bereaved people are more likely to take up
personal offers of support from a trusted agency i.e. an
agency that has been involved in the care of their loved one.
5. Higher levels of awareness of local bereavement services
amongst GPs and other health professionals, and the general
public.
6. Bereavement support services need to be available locally to
where people live and be free of charge.
7. Health services should keep avenues of communication open
after the death e.g. to enable bereaved people to access
more information about the care and death of their loved
one.
8. Communications with the bereaved should be take on board
the potential for bereavement to create confused and
difficult emotional states which can continue for a significant
time period beyond the death.
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Appendix 1 - Tree Labels
As part of the Tree exercise, participants were asked to write out
and hang their most important recommendations for support and
information on the tree. This list includes all of the points that were
made grouped by topic area, although a few personal messages
to loved ones have been removed.

Communication and information






















Patient/family Liaison officer for terminal patients. Preparation for
future.
Communication is vital to both patient and family.
Keep patient informed as to developments as much as possible.
Focused information.
Offered help not having to research it.
Dealing with Coroner’s office – more specific information with
regard to timing and post mortem/inquest.
Sign posting for services and support.
Sensitive communications.
Much more explanation of what is going on re treatment.
Cruse – very positive experience + free everyone can be helped
but it was found independently not offered by Doctors or
Hospital.
Advice to carers.
More information when making decisions.
Communicate with family or at least one member to prepare
others.
How to cope honest communication.
Better info required death certificate and probate needs
simplifying.
Counselling services to have leaflets in GP surgeries or local
paper.
More continuity within the nursing staff and doctors. Listen to the
patient and relatives.
Simple checklist of what to do, where to go for benefits, probate
et.
We had support all round, there is help out there people just
need to be told.
Everyone must listen then act accordingly to solve the problem.
Communications.
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In a person’s dying moments nurses should communicate with
family what is happening and not assume the family know what
is happening. To give privacy to the dying.
More information of the support that’s available to help care for
patients.
Info about illness from start.
Crisis NHS Trust Information book to be given sooner.
More information about help, when you are left alone re
counselling, money matters etc.
Having someone to talk to about X’s illness – some sort of
counsellor.
More help while in hospital – needed information.
COPD nurses gave us a talk on ‘End of Life’. Hard but so very
useful when we needed it.
Speak plain English – be direct – inform if possible, how the
disease may present itself.
Advice re treatment available that one cannot get on NHS.
Clarity of information re medical condition, options of other
treatment.
More information about counselling.
Raise the profile of suicides e.g. journal articles, magazines –
enabling readers to understand that support services are there.

Time, environment and human interaction
















More human care. The patient could be their (the staffs) close
relative. Smile more, care more, more thoughtful.
More time for patient and family.
Maintain patient’s dignity.
Pay more attention to personal needs.
Consistency of care undertaken i.e. too many doctors involved.
Donor arrangements to be quicker and more responsive.
People who know you to be involved at difficult times.
Time with the body in private to say goodbye and adjust.
You should only have to agree DNR once, not with every move.
The DNR should stay with the dying person.
Need to be taken seriously.
Doctors too flippant.
Do not try to cover up is MRSI or CDIF has occurred.
Time to prepare.
Known death a private room could be offered.
Private room.
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When someone dies in hospital on a busy ward, it would be so
much nicer to have more privacy – perhaps a special room.
St Elizabeth Hospice really cared and still do but they need
funding, so it is very important for me to give something back. I
will always help and hope others will too.
The Hospice At Home Team have left myself and 3 daughters
with happy dignified memories of being supported and we
mattered. Called my husband by his name always.
The consultant at the hospital was not happy that I was there
when he saw X – because it was ‘out of hours’.
Counselling should be offered – flexi hours.
More understanding for family in hospital.
My husband should have been treated with more dignity. I found
the NHS so cold. They should treat relations with kindness and
respect.
Hospice at home team – keep up good work.
Need more counselling – need to talk – flexi working hours so that
one can grieve – people need more dignity in hospital.
Need more care for the elderly – just left to fend for themselves
with no dignity.

Bereavement Support















Good friends.
Approach the bereaved ASAP after the loss, and if appropriate,
keep making contact with offers of contact/help.
Funeral directors can help.
Priests can help.
Meeting others in groups – helpful.
Lack of support from the hospital.
To keep in touch with MacMillan/Marie Curies/Professionals who
assisted.
Group sessions with others bereaved is helpful, otherwise work
your own way through it, find things to do.
Support from family and friends.
Follow-up from hospital.
If family members cannot be loving or supportive – perhaps local
bereavement help could be offered readily.
Bereavement support from Thorpe Hall is great. My doctor felt
that I needed to see a counsellor, this has taken six and a half
months.
More help, someone to talk with.
Legal counselling.
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Family, friend and neighbours.
The right agencies need to be more proactive and responsive.
Flow chart of ways of help.
Facilitator to support families when their loved one has died at
the point after death.
Develop new interest.
Take advice from sign posting.
The Macmillan At Home Team were and still are friends (not just
carers).
Unsure about how to deal with feelings of anger. Contacted
Cruse to deal with this, who allowed me to realise that it’s OK
and normal.
Counselling should be offered to everyone.
Having bereavement counselling services advertised in
magazines or TV to make people aware of their existence and
also ensuring funding for these services.
Better funding for Cruse bereavement care. Better advertising for
them too.
Support worker to visit in 6 months or so.
Pre-counselling short time before death, even on being told
problem is terminal.
All family members should be offered counselling. We just went
home after they said my husband was going to die. We were in
shock

Bereaved or soon to be bereaved children





Giving children a designated person to go to and develop
strategies to cope.
School Training staff.
Support for grieving children and information for parents.
Train school staff to deal with bereaved children.

Social and medical care







Consistency of care.
District nurse worked well with MacMillan to provide practical
support with equipment and access to financial assistance.
Could have done with more support at the beginning.
Continuity of care – for patient constantly meeting new people
when vulnerable.
Comprehensive day Hospices with support services.
More comprehensive response from coroner’s office.
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Continuity of care.
NHS better care needed with hygiene and help with food.
Intervention to allow respite for parents, to have space/time.
GP to take more responsibility, quicker diagnosis to give people
the best chance.
If a patient goes to Doctor with an issue and they are not people
who bother the Doctor for nothing, then they should not be
fobbed off without looking into symptoms more closely – as my
husband had 2ndary cancer before it was picked up – despite
visiting doctor during preceding months.
Quicker access to hospital.
More funding for local surgeries.
Patients that are diagnosed should be fast tracked into wards.
More instant access to specialist.
1st experience of A&E horrid – left us feeling scared if we become
ill – felt invisible and husband not human or individual.
X had to go to hospital 6 months before he died – the
ambulance crews did not seem to have a clue how to care for
him, or indeed care.
GP call – check OK – in case slip through the net.
Need more carers to help support patients with feeding and
tablet taking.
I wish I could trust the NHS, but I don’t. I think they give morphine
to finish the patient off. My Dad was calm. A nurse came in, got
him agitated – they then said we have to give him morphine
now.

Financial and administrative





Benefits to be sorted quicker.
Will we cope financially.
On the loss of my husband I started to worry about money. It
would be nice to have something to say where help was
available.
Ensure when informed terminal illness – act now and get help +
benefit + disabled sticker.

General



Re-design hospital gowns.
Parking – we don’t want to be worrying about where to park,
how much it will cost and the risk of getting a ticket at a time like
this.

© Cultural Intelligence Ltd
www.researchingpeople.org.uk
80

Appendices










999 local knowledge.
I feel now that I have a much better understanding of grief and
can empathise far more with others in similar situations.
Wonderful support from friends and family. Worries about would I
move on from this? How could I deal with angry thoughts?
After many years in a partnership, I find it difficult to be alone. I
have found this meeting extremely helpful and wish you every
success in your aims.
HMP Prison Service – my work care team have helped.
Why when your partner loses a parent, for some reason they
blame you? There’s nothing you can do or say (msg in bottle)
Don’t expect me to be the same as everyone else. Hospice will
not let me get involved with voluntary work until 2 yrs have
passed.
Look ahead but see the help available and act.
Undertakers were so sympathetic. They made sure the
headstone was right – did not hassle me for money – nothing too
much trouble.
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Appendix 2: Consultation
Framework
Screening
and quick
survey
Characteristics of participant
Age
Sex
Relationship to deceased
Circumstances of loss – expectedness,
setting,
Accessed bereavement services of any
kind?
Time elapsed since loss
History of mental health issues
Rural/urban dwelling

Groups













What needs have participants had as a
consequence of their loss?
Practical (esp. Important)
Financial (esp. Important)
Social
Emotional
Spiritual
Expected/unexpected









How have people accessed support or
information?
What worked well or less well?



How well do participants feel that their
loss and resulting needs were:
Respected?
Understood?
Responded to? By the health
professionals they had dealings with
What would have improved matters?
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What support and information would
have helped but was not available?
How do they feel about the attitude of
staff and staffs’ ability to respond to their
needs – what would have improved
matters?
How did the environment or facilities
impact upon their experience? E.g.
spaces where they were given bad news,
saw the deceased, etc
What support/information is needed at
different stages in the bereavement
process?
Leading up to the death
At time of death or immediately after the
death
In the weeks following the death
Some months after the death and
looking ahead
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